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Introduction to the Portfolio -  Volume I'
INTRODUCTION TO THE PORTFOLIO -  VOLUME I
This portfolio contains a selection of work completed during the PsychD in Clinical Psychology. 
Volume 1 comprises the academic dossier, containing five essays covering both core and 
specialist topics; the clinical dossier, consisting of summaries of all placements undertaken and 
summaries of five formal clinical case reports; and the research dossier, including the service 
related research project completed on placement in Year 1, the literature review completed in 
Year 2, and the major research project completed in Year 3.
Volume II comprises the clinical dossier of work completed during the PsychD in Clinical 
Psychology at the University of Surrey. This volume contains five case reports covering both 
core and specialist topics, summaries of all placements undertaken, relevant placement 
documentation including placement contracts, logbooks of clinical experience and placement 
evaluation forms. This volume will be kept within the Psychology Department of the University 
of Surrey due to the confidential nature of the clinical material.
The work presented in this portfolio reflects the range of client groups, presenting problems and 
psychological approaches covered during the course. The order in which the work was 
completed is retained within the portfolio to illustrate the development of my clinical skills over 
the period of training.
1
Academic Dossier
ACADEMIC DOSSIER
OVERVIEW
This section contains four selected essays from the core client groups studied 
during the first and second years o f  training, and one essay on a specialist topic 
from the third year. These essays critically examine the theory and practice of 
a range o f  psychological approaches to various issues experienced across the 
life span.
Adult Mental Health Placement - Essay
“Discuss the role of cognitive behaviour therapy in 
the management of a psychotic disorder”
December 1998 
Year 1
Adult Mental Health - Essay
“Discuss the role o f cognitive behaviour therapy in the management o f a psychotic disorder”
1. Introduction
The major disturbances of thought, feeling and behaviour associated with psychotic disorders 
cause great distress and disruption in the life of the person with psychosis. Finding effective 
methods of managing both the symptoms and the consequential disturbances to the 
individual’s emotional well-being and social functioning, continues to pose a major 
challenge to clinicians and researchers in the mental health profession. Equally difficult is 
the formation of an effective working relationship between the person with psychosis and the 
clinician (Perkins and Dilks, 1992). Exponents of cognitive behaviour therapy (CBT) for 
psychosis claim that it targets both aspects, providing methods of reducing the impact of the 
symptoms and their consequences combined with an approach that fosters the development 
of a secure and trusting relationship between patient and therapist (Fowler, Garety and 
Kuipers, 1995).
The interest in the use of CBT for psychosis has mainly developed over the last 10 years, 
although as long ago as 1952 Beck reported attempts to modify a patient’s delusional beliefs 
(Haddock and Slade, 1996). At present all researchers are identifying the need for further 
research on a larger scale; the initial case studies and a handful of controlled trials conducted 
to date have indicated that CBT might indeed be a viable adjunct to medication and may 
provide a way of managing both drug resistant symptoms and the disruption psychosis causes 
to the lives of those suffering the disorder (Tarrier, Yusupoff, Kinney, et al 1998). 
However, there are limitations to the conclusions that can be drawn from much of the current 
research due, for example, to a variety of methodological problems and difficulties 
identifying the mechanisms of any change observed as studies often encompass a number of 
different elements (e.g. Drury, Birchwood, Cochrane, et al 1996).
This examination of the developing role for CBT in the management of psychosis will briefly 
review the different treatments of psychosis and identify the problems encountered that have 
led to the development of cognitive behavioural approaches. Principles guiding the use of 
CBT with psychotic disorders will be discussed in section two and the following section will 
evaluate studies of the effectiveness of CBT in the management of psychotic symptoms. 
This section will include identification of the limitations and problems found with the 
research to date, together with other issues that arise from using this approach with
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individuals with psychotic disorders. The final section will draw the threads together, 
debating the strengths and weaknesses of CBT for psychosis and identifying any other issues 
that may arise in the clinical application of this method of intervention.
2. Historical overview of the treatment of psychosis
The use of drugs as a therapeutic treatment of mental illness is a relatively recent 
development with the major discoveries in psychopharmacology taking place in the 1950s 
(Bond and Lader, 1996). Drugs used prior to the 1950s tended to tranquillise the patient to 
the point of deep sleep and many carried with them high risks of poisoning, other medical 
complications and even death (Davison and Neale, 1990; Bond and Lader, 1996).
The development of anti-psychotic medication is considered to have radically changed the 
management of psychotic disorders; patients were calmed without being overly tranquillised 
and there was no toxic confusional psychosis to cloud the diagnostic process (Bond & Lader,
1996). It also allowed patients to be cared for in the community, interspersed with periods of 
hospitalisation only during periods of relapse or in instances where the individual is 
considered a danger to him/herself or others (Bond and Lader, 1996).
Anti-psychotic drugs, however, only suppress the distressing symptoms and behaviours until 
natural remission takes place - they do not provide a cure (Bond and Lader, 1996). They are 
also not consistently effective for a sizeable proportion of people (in some studies up to 50% 
of the participating patients) even the newer, atypical anti-psychotic drugs have little effect 
and their symptoms remain resistant to medication (Fowler, Garety and Kuipers, 1995). For 
other patients the medication may suppress positive symptoms, i.e. the hallucinations, 
delusional beliefs and disordered thought, but still normal functioning does not return. The 
‘absence’ of normal functioning is identified as the ‘negative symptoms’ of psychosis (Hogg,
1996) - people experience impaired cognitive function, lack of motivation, poverty of speech 
and the diminished ability to feel and express emotion and together these impact heavily 
upon the person’s independent functioning.
For people with drug-resistant positive symptoms and those with distressing and debilitating 
negative symptoms, the resulting emotional disturbance can be severe. For some, the 
feelings of severe anxiety, despair, loneliness and rejection are of equal importance as the
5
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psychotic symptoms themselves (MacCarthy, Benson and Brewin, 1986, cited in Fowler, 
Garety and Kuipers, 1995).
Psychological therapies for psychotic disorders have been viewed with scepticism by many, 
especially proponents of theories of biological determinants of psychotic behaviour (e.g. 
Andreasen, 1984; Guze, 1989 cited in Bentall, 1996). Bentall (1996) argues that the 
development of adequate psychological treatments for psychotic patients has been impeded 
by unjustified assumptions about the disorder and about the success of biological 
interventions and failure of psychological therapies. As discussed above, biologically-based 
drug treatments are not completely successful in reducing symptoms and are further limited 
by adverse side-effects as distressing as the psychotic symptoms themselves (Bentall, 1996). 
Bentall (1996) notes that it is certainly true that some psychological therapies have been 
found to be ineffective in bringing about relief from symptoms, but points out that this 
should not prevent research into other types of psychological interventions continuing.
The psychodynamic approaches dominated psychotherapy practice in the early part of this 
century but were applied with little success to the treatment of schizophrenia (Davison and 
Neale, 1990). Recent research has led some to argue that intensive, intrusive treatment, 
especially analytic approaches, can cause more harm than good for patients in an acute 
psychotic state (Drake and Sederer, 1986; Johnson, 1996). A recent review of dynamic 
psychotherapies concluded that the outcome studies were so poor that further research could 
not be justified and psychodynamic treatment of psychosis should be abandoned (Meuser and 
Berenbaum, 1990).
Behavioural treatments based on learning principles have been reported to be effective by a 
number of different researchers. Token economies, carefully implemented in institutions, 
have increased the participation of people with schizophrenia in daily activities, reduced and 
eliminated specific problem behaviours and supported the adoption of both personally and 
socially appropriate behaviours (e.g.. Ayllon and Azrin, 1968; Paul and Lentz, 1977). Social 
skills training (SST) was developed from observations of the lack of social skills and the 
ensuing social isolation of people with a psychotic disorder (Liberman, Marder, Marshall, et 
al 1998). When combined with a low-dosage, anti-psychotic medication, SST has been 
found to result in improvements in some areas of social adjustment, mainly personal well­
being and social and leisure functioning over the course of a two-year intervention period 
(Liberman et al, 1998). However, the positive results obtained by SST did not extend beyond
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the duration of the training period and did not generalise to other areas of functioning (Slade 
and Haddock, 1996). In addition, SST seemed to do little to reduce psychotic symptoms that 
were resistant to medication.
Cognitive behaviour therapy (CBT) for psychosis aims to provide interventions at the point 
where medication and other behavioural approaches fail. The main group of patients 
targeted are those with drug resistant symptoms but in addition, researchers are attempting to 
provide interventions that alleviate some of the emotional distress experienced by many 
people with long-term mental illness (Fowler et al, 1995). The approach is structured and 
time limited (Fowler, 1995); based upon normalising the development and experience of the 
illness (Kingdon and Turkington, 1998); collaborative and non-confrontational in approach; 
and overall, emphasis is placed upon the structure and meaning found within the person’s 
subjective experience of psychotic illness (Chadwick and Birchwood, 1994). In the UK at 
the present time there are a number of small groups researching the efficacy of CBT for 
psychosis; each group differs slightly in its approach but they all adhere to similar theoretical 
principles underpinning the application of CBT to psychosis.
3. Theoretical Principles guiding the use of CBT with psychosis
The fundamental principles that underpin cognitive behavioural approaches to the treatment 
of depression have been adapted for use with psychosis (Garety, Kuipers, Fowler, et al 1994). 
A basic premise of cognitive behaviour theory is that the individual’s beliefs about 
him/herself and his/her world are prime factors in maintaining the distress experienced - the 
individual’s behaviour and affect are considered to be consequences of his/her beliefs (Beck, 
Rush, Shaw, et al 1979). These principles provide the rationale for identifying, testing and 
disputing beliefs in treatment - changes made in the belief system through the evaluation of 
carefully designed behavioural experiments will result in changes in the individual’s 
behaviour and emotional state (Beck et al, 1979).
Some cognitive behavioural approaches to psychosis have adapted the techniques developed 
to challenge negative thinking in depression (Beck et al, 1979) and focus on providing the 
individual with ways of compensating for biased or distorted thinking (Garety et al, 1994). 
Others have concentrated on the strategies of problem solving and improving coping abilities 
(Tarrier et al, 1993) and easing the distress and disruption associated with hearing voices by 
eliciting and challenging the individual’s beliefs about the voices- heard (Chadwick and 
Birchwood, 1994);
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The greatest difference between the cognitive behavioural approach and the psychiatric 
approach to treatment of psychosis lies in the importance given to the person’s beliefs about 
his/her psychotic symptoms and his/her subjective experience of the disorder. CBT 
principles directly oppose the traditional view that the discussion of symptoms and 
experiences should be avoided for fear of confusing the person further (Romme, Honig, 
Noorthoorn, et al 1992), and instead encourage open examination of both the content and the 
consequences of living with a psychotic disorder.
One group of researchers focusing on treatment of auditory hallucinations identify the beliefs 
held by the person about the voices she/he hears as the main factors that influence his/her 
behavioural and emotional response to them (Chadwick and Birchwood, 1994). This was 
supported by the finding of a proportion of their sample (31%) whose beliefs about their 
voices were found to be at odds with the information or ‘content’ of the voice. For example, 
in two cases cited, the voice content was benign but the voices were construed as malevolent. 
Another patient described the voices insulting her but she considered them benevolent 
(Chadwick and Birchwood, 1994). This has implications for treatment as it highlights the 
importance of drawing out the person’s subjective understanding of his/her symptoms - a 
simple description of the voice content would lead to errors in formulation and treatment 
plans.
The cognitive model developed from this study of voices directs the focus of treatment to 
techniques of weakening the beliefs and so easing the emotional distress and problem 
behaviour that holding beliefs attributing the voices with power and knowledge was found to 
cause (Chadwick and Birchwood, 1994).
The possibility of working with delusional beliefs themselves is not considered feasible by 
many psychiatric models of psychosis. For example, Fowler et al (1998) quote the definition 
of delusions provided by psychiatric classification schemes (APA, 1994) that “delusions 
[are] fixed, immutable and inexplicable beliefs, which are held with strong conviction and 
resistant to argument” (Fowler, Garety and Kuipers, 1998, p 130). This definition does not 
differ greatly to the description of ‘normal’ beliefs as being highly resistant to change 
(Hemsley and Garety, 1986). Close examination of the delusional beliefs has revealed 
similarities in the content of the beliefs held by large proportions of the general population 
and those held by people with a psychotic disorder (Kingdon, Turkington and John, 1994).
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These findings are incorporated into the cognitive model through the proposal that delusional 
beliefs are on a continuum with normal beliefs and as such are subject to modification 
(Fowler et al, 1998). Therapy involves taking a developmental approach to the delusion and 
systematically examining the basis of the evidence that supports it - the aim is to identify 
cognitive biases and distortions and to construct with the patient a new model of the events 
that led to and maintain the delusional beliefs (Fowler et al, 1998).
Rising from this discussion about the role of beliefs in the cognitive model of psychosis are 
two further points that guide the approach: firstly, the necessity for individually tailored 
treatment packages based upon a thorough, comprehensive assessment (Fowler et al, 1995); 
and secondly, the goal of normalising the experience of psychosis and reducing the feelings 
of stigma and anxiety that people with psychosis often report (Kingdon and Turkington, 
1998; Fowler et al, 1995).
Normalising the experience can take different forms; Fowler et al (1995) support presenting 
the life predicament of the person with psychosis as that of coping with an illness, and in so 
doing try to remove any feelings of blame or failure - instead difficulties are considered to be 
caused by the illness experience. Considering the psychosis within an illness model also 
promotes the role of medication and may provide a rationale for starting, continuing or 
resuming drug treatment. Continued psychotic symptoms have been found to be the result of 
non-compliance with medication rather than indicative of drug resistance; studies report up 
to 33% prevalence of non-compliance with medication in schizophrenia (Kane, 1986 cited in 
Wykes, Tarrier and Lewis, 1998, p 162). Another benefit thought to result from the ‘coping 
with illness’ model is that the person may modify their expectations of themselves and 
therapy, and this will lead to the identification of realistic goals (Fowler et al, 1995).
Another group of researchers propose that the normalising theme should run right the way 
through the cognitive behavioural intervention using the vulnerability-stress model to 
provide an explanation for the development of the psychosis at that point in the person’s life 
(Kingdon, Turkington and John, 1994). Delusional beliefs and beliefs about voices and other 
hallucinations are considered by both research teams to result from the person’s attempts to 
make sense of the alterations in thought, feeling and perception and are presented as 
inevitable consequences of these altered experiences (Fowler et al, 1998; Kingdon et al,
1994). ~
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An important feature identified in most articles is the building of a stable relationship 
between the therapist and the client. Difficulties engaging with other people and therapy are 
recognised features of psychotic disorder (Fowler, 1998). This difficulty in engagement may 
be due to cognitive deficits in attention and concentration, to suspicion of the therapist or to 
previous negative experiences with health professionals (Fowler et al, 1995). With CBT the 
initial emphasis is upon building and then actively maintaining this relationship, even if it 
means abandoning or postponing aspects of therapy the individual patient finds threatening 
(Fowler et al, 1995). The therapist’s approach has been likened to that of a ‘bumbling 
detective’ - innocent enquiry, genuine interest and the ability to say “I don’t know” are 
considered the best way of facilitating the relationship building process (Fowler, 1998)
The role that is being proposed by researchers for CBT in the management of psychosis is 
that of enabling the person to manage the symptoms that remain untouched by medication, 
either by reducing the symptoms themselves or by reducing the distress they cause, and also 
enabling him/her to limit the damaging effects of the experience - attending to the anxiety, 
depression, fear and low self-esteem that results from feelings of stigma and isolation. The 
effectiveness of this approach and its success in achieving this role will be examined in the 
next section.
4. The efficacy of CBT in the management of psychosis
There have been a number of individual case studies published that describe both the 
procedures and the subsequent improvements in functioning and reduction in symptoms as a 
result of the use of CBT with psychotic symptoms (e.g.. Fowler and Morley, 1989; Chadwick 
and Lowe, 1990; 1994; Chadwick and Birchwood, 1994). A handful of controlled trials have 
examined its efficacy, four of these have followed randomised procedures and subsequently 
provided promising evidence for the reduction of some positive symptoms and of the 
distress associated with them (Tarrier, Yusupoff, Kinney, et al 1998; Kuipers, Garety, 
Fowler, et al 1997; Haddock, Bentall and Slade, 1996; Tarrier, Beckett, Harwood, et al
1993).
One of these randomised-controlled trials compared intensive CBT with supportive 
counselling and routine care given over a 10 week period (Tarrier et al, 1998). At 3 months 
post-treatment, significant improvements were observed, compared to baseline, in the 
severity and number of positive symptoms in those treated with CBT. Thirty-three per cent
10
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of the CBT treatment group achieved fifty per cent improvement on these measures, 
compared with fifteen per cent of the supportive counselling group and eleven per cent of 
those receiving routine care. In the period between treatment and follow-up, four routine 
care participants had spent a total of 204 days in hospital whereas one person in each of the 
other two groups had spent 1 day each in hospital. The author’s response to the unexpected 
achievement of the supportive counselling group was to suggest that some non-specific 
psychological effects can have a beneficial effect for people with chronic psychosis but they 
consider CBT to achieve a better outcome.
This, and other studies that have utilised a control group that involves another form of 
psychological therapy or support - supportive counselling or befriending for example, have 
tended to find changes in the control or comparison group that may not reach levels of 
significance, but are greater than the changes effected by routine psychiatric care alone 
(Kingdon and Turkington, 1998). It is perhaps the amount of interest and effort put in to 
trying to understand the patient’s subjective experience rather than the following of the 
traditional psychiatric model in which one “never collude[s] with delusions - they should be 
ignored, diverted or challenged” (Watts, Powell and Austin, 1973, cited in Perkins and Dilks, 
1992) that has a positive effect. It is well documented that the challenging of strongly held 
beliefs leads to the further entrenchment of those beliefs as described by the principle of 
‘psychological reactance’ (Brehm, 1966). Thus by ignoring or directly discounting and 
challenging the patient’s beliefs one may in effect be devaluing the person and adding to the 
emotional distress and social disability felt (Perkins and Dilks, 1992) and may lead to 
stronger belief in the delusion or hallucination.
Another study compared CBT and standard medical care over a nine-month period (Kuipers 
et al, 1997). They found that the CBT group obtained significantly greater decreases in 
scores of overall mental state than did the control group. Clinical outcome was examined by 
estimating the amount of natural variability that might be observed in these scores over time 
and specifying the levels of change necessary to support conclusions attributing change to the 
intervention. Following this method of analysis fourteen of the twenty-eight people (50%) in 
the treatment group achieved a reliable clinical improvement in overall mental state 
compared with clinical improvement in ten of the thirty-two (31%) controls (Kuipers et al,
1997).
11
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Whilst this study obtained significant results and demonstrated that even people with long 
histories of psychosis can engage in treatment - the drop-out rate for therapy was low and 
reported satisfaction was high - the authors note the limited results achieved: only fifty per 
cent of the participants responded to treatment (Kuipers et al, 1997). This is slightly more 
that the thirty three per cent achieved by the initial study discussed above (Tarrier et al,
1998) and provides further evidence of the potential usefulness of CBT, but there are 
obviously other factors to be considered as a large proportion of people in both studies 
remained resistant to the CBT intervention.
Haddock et al (1996) compared two different treatments of auditory hallucinations with 
waiting list controls and at post-treatment found that both treatment groups experienced a 
significant reduction in the frequency of voices and the disruption to their lives compared to 
pre-treatment scores. At follow-up, conducted at 6 months post-treatment, there was an 
indication of a continued decrease in the amount of time spent hallucinating and in the 
disruption and distress caused by the voices for these patients. However, the numbers 
available for follow-up assessment did not allow statistical analysis to be carried out 
(Haddock et al, 1996).
Although the interventions seemed to influence the psychotic symptoms there were no 
significant differences between any of the groups, at any point in time, on measures of 
anxiety and depression and one of the treatment groups showed a decrease in self-esteem 
whilst the other showed an increase. The authors suggested that this decrease could have 
been related to the process of the intervention that encouraged the patient to use distraction 
techniques to ignore their voices and they speculate that this may have led this group to feel 
that their subjective experiences and concerns were unimportant, thus contributing to feelings 
of low self-esteem. If further research can demonstrate this to be true then it would suggest 
that, although effective in reducing the frequency and disruption of the hallucinations, 
distraction techniques have a ‘side effect’ that is potentially dangerous due to the link 
between low self esteem, depression and suicide (Haddock et al, 1996).
Some studies have reported the analysis of the factors which might predict a positive 
response to CBT and as such be useful in the overall treatment planning process (Garety, 
Fowler, Kuipers, et al 1997; Tarrier et al, 1998; Chadwick and Lowe, 1990). Each of these 
studies has identified different factors associated with improvement in the CBT treatment 
group making it difficult to draw any overall conclusions. For example, Tarrier et al (1998)
12
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found a shorter duration of illness and less severe symptoms at assessment to significantly 
contribute to a positive outcome for CBT. Garety et al (1997) reported the potential 
usefulness of cognitive flexibility concerning delusional beliefs combined with a higher 
number of recent admissions. The CBT implemented in each study followed different 
protocols with emphasis or) different cognitive behavioural techniques and this may account 
for the different predictive variables found to be significant. This finding also highlights the 
difficulties of comparing between different studies and the importance of specifying the CBT 
strategies used. The diversity of the research into CBT for psychosis is of value as it 
potentially provides different methods of achieving the same outcome (i.e. reduction in 
symptoms) for a group of patients who themselves differ greatly in the nature and severity of 
symptoms (Morrison, 1998).
5. Other issues
Despite the greater scientific rigour associated with randomised controlled trials there are 
still problems to be found with these trials that have reported positive results. Limited 
numbers of patients meeting the trial criteria and consenting to participate (Tarrier et al, 
1998; Kuipers et al, 1997) can lead to a lack of statistical power, the lack of blind raters can 
lead to the possibility of bias in evaluation (e.g.. Kuipers et al, 1997) and the lack of control 
over the medication throughout the trial period can make identification of the effects of CBT 
difficult (Kuipers et al, 1997).
In some studies there are problems of controlling for the effects of the therapist’s time and 
attention and thus demonstrating that the positive results found are in fact due to the 
application of CBT (Kuipers et al, 1997). Care needs to be taken to ensure that the attempts 
to match hours of therapist input between control and treatment groups does not have a 
detrimental effect upon the patients - a criticism levelled at one study evaluating the use of 
CBT in acute stages of psychosis in which higher levels of activity and stimulation in the 
control group could have inhibited recovery time (Drury, Birchwood, Cochrane, et al 1996; 
Johnson, 1996).
The time between treatment and follow-up is fairly short in some studies (e.g.. Tarrier et al,
1997) making it difficult to draw conclusions about the effects of treatment after its 
cessation, although another study has reported follow-up data at 9 months post treatment and 
found little change between these and the scores achieved immediately after intervention for
13
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both the treatment and the control group (Kuipers, Fowler, Garety, et al 1998). This would 
attest to a treatment-specific change rather than due to the effects of attention, (Kuipers et al,
1998). However, caution in accepting this conclusion is required, for again, there were 
difficulties in controlling medication during the follow-up period.
Overall the controlled studies have demonstrated that CBT has some effect in reducing 
psychotic symptoms and, in addition, report a reduction in distress caused by hallucinations 
(Haddock et al, 1996), but these improvements do not seem to extend to negative symptoms 
or emotional disturbances with very few differences observed between pre-treatment, post 
treatment and follow-up measures of anxiety, depression and social functioning (Haddock et 
al, 1996; Kuipers et al, 1997; Tarrier et al, 1993). This is disappointing as it is hoped that 
individuals with emotional disturbances and difficulties in social functioning will respond 
positively to CBT interventions (Fowler et al, 1995). It is possible that these difficulties need 
interventions directed specifically at them, such as anxiety management or cognitive therapy 
for depression. In these studies improvements did not take place as a ‘by-product’ of the 
intervention to reduce the psychotic symptoms.
Some researchers report the time constraints imposed by the controlled trial conditions as 
having a detrimental effect on participants (Garety et al, 1994) and many suggest that the 
long standing problems of this client group demand a flexible approach that can be 
implemented over a substantial period of time (Fowler et al, 1995; Garety et al, 1994).
6. Conclusion
What does CBT provide for the treatment of psychosis? All the published studies, both 
individual case reports and randomised controlled trials, report positive effects of some sort - 
either a reduction in the actual symptoms or a reduction in the distress felt as a result of the 
experience and less disruption to the life of the person experiencing the psychosis. However, 
this is offset by the finding that a substantial proportion of people do not seem to respond to 
the cognitive behavioural treatment and most studies report that the improvements do not 
generalise to their emotional experience or social functioning.
The rate of improvement is considered to be equivalent to that achieved in studies of the 
effects of the newer anti-psychotic medication clozapine (Kuipers et al, 1997). There may be 
a role for CBT as an alternative to clozapine when it is found that the first line anti-psychotic 
medication has failed to control the psychotic symptoms. Further research into the factors
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that predict potential responsiveness to CBT would greatly inform decisions concerning the 
optimal treatment for individual patients. An economic evaluation of the cost of CBT has 
found that the cost of the intensive therapy period is offset by the reduction in services during 
the follow-up period and there were no significant differences in the cost of the services used 
by both the CBT group and the standard care controls (Kuipers et al, 1998). Thus CBT may 
be a cost-effective method of intervention.
CBT provides the clinician with an approach to treatment that values the individual’s 
experiences - a large proportion of intervention time is used to elicit these experiences and 
make sense of them in the context of the person’s life history, hopes and fears (Fowler et al,
1995). The aim is not to challenge the person’s beliefs by direct refutation and confrontation 
with reality but to construct accounts of events that enable the person to bring order to the 
confusion of psychosis that is often the source of much distress (Perkins and Dilks, 1992). 
The study by Haddock et al (1996) in which ignoring the voices led to a lowering of self­
esteem would seem to point to the importance of talking about the person’s subjective 
experience.
Another asset of the CBT approach is that it does not require the patient to fully accept the 
clinician’s view of reality in order to proceed and progress in therapy. Studies report positive 
outcomes achieved through the presentation of a slightly adapted rationale to people resistant 
to the reattribution of voices to the self, and instead, work progresses by focusing on 
controlling and changing their own internally generated responses to the ‘externally 
generated voices’ (Haddock et al, 1996).
The research suggests that a psychological approach to the treatment of both the symptoms 
and the consequences of psychotic disorders is possible and can, in some instances, achieve 
substantial results. There are difficulties comparing between studies of CBT due to the 
different strategies and techniques adopted by the therapists. Many note even greater 
difficulties in measuring changes in functioning; for example, it may be difficult to measure 
change in the preoccupation with hallucinations during the period of therapy as therapy 
demands that more time be spent thinking and discussing the phenomena and behavioural 
measures may show increases in delusion-related behaviours as CBT encourages behavioural 
experiments to test out the reality of the beliefs held (Chadwick and Lowe, 1994).
The role for CBT in the management of psychosis is that of providing a non-intrusive, low 
risk intervention that is focused upon developing and increasing the patient’s abilities to cope
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with the altered experiences that define psychosis. For up to fifty per cent of people included 
in the studies it has a significant effect upon the psychotic phenomena themselves, and in the 
majority of cases it does not seem to have any detrimental effects upon the individual. It is 
however, time consuming on the part of the therapist and does demand that patients be 
willing to discuss their symptoms and experiences - in one study one-third of patients refused 
or were unable to participate (Drury et al, 1996). As noted by all writers further research into 
the mechanisms of change and predictors of outcome is required but the research published 
to date indicates that it is an intervention which has great potential.
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People With Learning Difficulties -  Essay
“Discuss diagnostic issues, dilemmas in clinical psychology practice and service provision 
when working with people who have a possible dual diagnosis o f learning difficulties and 
mental health problems”
1. Introduction
The term ‘dual diagnosis’ reflects the existence of two distinct disorders coexisting in the 
same individual. Originating from North America, it is increasingly used in the UK to 
describe persons who have a mental health problem in addition to a developmental learning 
disability (Bernal, 1995). This recognition of the potential for persons with a learning 
disability to experience an emotionally derived problem is a relatively recent advance (Day,
1994). Many authors refer to the view previously held that people with learning disabilities 
were somehow immune to mental illness (Nezu and Nezu, 1994) and that they lived 
protected, stress-free lives (Bicknell, 1994).
Whilst it is accepted that learning disabled people experience mental health problems, the 
processes of identifying those problems in order to help the person overcome them is fraught 
with difficulties. As professionals we are only just beginning to acquire knowledge of the 
variation in the presentation of certain disorders and have very few assessment tools that 
have been purposely designed for use with this group of people (Moss, 1999). These 
difficulties have impacted upon epidemiological studies that aim to identify the prevalence of 
mental health problems in the learning disabled population. It is generally accepted that 
people with a learning disability have a markedly increased risk of a range of mental health 
problems when compared to the general population, but estimates of the actual numbers 
range from 10 to 80% depending on the methodology of the study and the criteria for 
inclusion ie. whether ‘behavioural disorder’ is included or not (Holland and Koot, 1998; 
Borthwick-Duffy, 1994).
This essay will examine the issues to be considered when working with adults with differing 
degrees of learning disability who may also have a mental health problem - Some studies 
have found that the differences in the presentation of emotional disturbances increases as the 
severity of the learning disability increases (Borthwick-Duffy, 1994; Reynolds and Miller, 
1985) and the significance of these differences will be discussed as they arise. Diagnostic 
issues and service provision will be discussed together as the former has been found to 
impact upon the latter. Dilemmas in clinical psychology practice will be discussed after
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these difficulties have been highlighted, although many of the dilemmas are not exclusive to 
clinical psychology but affect all professions working within this specialism.
2. Diagnostic issues and Service provision
What are the issues to consider in diagnosing mental health problems in people who have a 
learning disability? The first question concerns necessity; why diagnose? Diagnosis forms 
the basis of psychiatric treatment, just as formulation is an essential precursor to 
psychological intervention. An accurate diagnosis provides a shorthand description of the 
behaviours that co-exist in the same individual, facilitates communication and supports the 
use of the correct medication (Turkat, 1990; Weisblatt, 1994). As psychiatrists in learning 
disabilities move away from sedating individuals who present with behavioural disturbances, 
and instead focus on exploring the effectiveness of psychotropic medication for people with 
learning disabilities (Kiernan, Reeves and Alborz, 1995; Clarke, 1999), so accurate diagnosis 
becomes increasingly important. If medication is included in the range of interventions 
available to treat mental health problems in learning disabled people, then an accurate 
diagnosis of the disorder to be treated must be obtained in order for medication to be 
effectively prescribed.
Is diagnosis relevant to clinical psychology? Clinical psychologists tend not to rely upon 
diagnoses but instead build up a story or ‘formulation’ of the client’s problem that takes into 
account its causal history and maintaining factors; from this a treatment intervention can then 
be designed (Bruch, 1998). The formulation draws upon psychological theory in order to 
make sense of the difficulty the individual is experiencing and this theory guides the 
intervention (Collins, 1999). A diagnosis provides a category label under which symptoms 
known to be associated are organised to aid the diagnostic process. The diagnosis then 
provides information concerning the course and prognosis of the problem. Formulation and 
diagnosis perform different functions; in addition to its fundamental role in 
pharmacotherapy, diagnosis provides an identity, a label, to the constellation of behaviours 
and emotions the person experiences and both funding and access to specialised services, 
tend to be linked to particular diagnostic labels (Sturmey, 1995).
When assessing the mental health of a person with a learning disability both processes of 
psychiatric diagnosis and of psychological formulation can b e ' challenging and the 
difficulties encountered in accomplishment of either goal are very similar. The obstacles and
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issues to be considered in the process of determining whether a learning disabled person has 
a mental health problem can be grouped under the following headings and each one will be 
discussed in turn:
• lack of valid diagnostic criteria
• diagnostic overshadowing
• difficulties in the process of assessment
• reliance upon and involvement of others
• distinguishing between mental illness and behavioural disturbance
• current service provision
2.1 Diagnostic criteria
Diagnosis of a psychiatric disorder used to depend upon the clinical judgement of a 
psychiatrist and as such was considered subject to such bias that the validity of any diagnosis 
was very low (Caine and Hatton, 1998). The development of standardised classification 
systems of mental disorders such as DSM IV (APA, 1994) and ICD 10 (WHO, 1993) has 
improved both reliability and validity by specifying criteria that must be met in order for any 
particular mental illness to be diagnosed 1 (Caine and Hatton, 1998).
Some researchers question the validity of applying psychiatric classification systems such as 
DSM IIIR to a person with a learning disability because of the lack of research validating 
their use with this population (Sturmey, 1995; Moss, Emerson, Bouras, et al, 1997). These 
authors identify the need for research to examine the way in which behaviours or symptoms 
of mental illness cluster together in people with intellectual disability. A recent factor 
analytic study identified distinct patterns of behaviours in which mental illness was a 
prominent characteristic in 3 out of 6 behavioural profiles (Dudley, Ahlgrim-Delzell and 
Calhoun, 1999). This study also found that people tended to vary by level of intellectual
1 Most of the research studies published over the last five years have used DSM III R in their 
examination of the diagnostic criteria - perhaps due to the delay between research completion 
and publication of the report. More recent publications make no references to any 
differences in diagnosing mental health problems in people with intellectual disabilities since 
the revision of DSM III R or ICD 9 took place which suggests that perhaps little has changed 
as a result of the new versions and thus it is assumed that the conclusions and criticisms of 
the studies using the earlier versions remain valid today (eg. Emerson, Hatton, Bromley, et 
al, 1998).
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disability across the profiles; this difference in the presentation of mental health problems 
between mild to moderate and severe to profound learning disabled individuals has been 
observed by many clinicians and researchers (Matson and Bamburg, 1998; Matson, Gardner, 
Coe, et al, 1991; Borthwick-Duffy, 1994).
Meins (1995) took up the issue of the nature of symptoms of mental health problems as they 
are displayed by people with learning disabilities in a study that examined different 
presentations of depression in a group of depressed adults^ with varying levels of intellectual 
disability. Examining typical and atypical symptoms according to DSM III R diagnostic 
criteria, he found it impossible to apply all the DSM criteria for major depression to those 
with severe learning disability and concluded that there was little use for DSM III R in an 
unadapted form with this group of individuals. He found that for those with mild disability 
DSM could be utilised providing adaptations to the method of assessment were made.
Meins also observed a number of symptoms not included in DSM -  fifty five per cent of 
those with mild learning disabilities and eighty three per cent of those with severe learning 
disabilities displayed other behaviours that Meins considered symptoms of major depression. 
Meins observed aggressive behaviours and temper tantrums as well as self-injurious 
behaviour, and found that the former two behaviours occurred more frequently amongst 
severely than mildly disabled people (Meins, 1995). For seventy five per cent of the severely 
learning disabled group these behaviours were an exaggeration of behaviour already within 
their repertoire, but an equal proportion of both groups displayed new behaviours but were 
felt by Meins to be symptomatic of this mental illness. This finding led him to conclude that 
more large-scale research into the specific symptoms displayed by people with learning
2 Participants were identified in two ways: 1) From a sample of 798 adults living in various 
kinds of residential facilities a 24-item informant report was utilised as a screening 
instrument. A subsequent psychiatric examination of both high and low scorers identified 21 
cases of major depression. 2) 28 patients of a long stay psychiatric ward for learning 
disabled patients were selected for further examination on the basis of the ward doctor’s 
opinion that they could be suffering depression. 11 of the 28 were deemed to be suffering 
from major depression (Meins, 1995). This selection of participants was itself open to error 
as it depended upon the very diagnostic criteria the author was investigating and was also 
open to errors of clinical judgement that the classification systems were intended to 
minimise. It demonstrates the difficulties that exist in trying to examine mental illness in this 
population using the current systems of diagnosis.
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disabilities should precede any attempt to develop an alternative version of DSM III R 
(Meins, 1995).
Sturmey (1995) identifies further problems in using DSM III R; the use of minimum mental 
ages excludes certain diagnoses for adults with severe or profound intellectual disability and 
certain behaviours are required to be ‘developmentally inappropriate’ - thus requiring the 
assessing clinician to detect the presence of the behaviour and to judge its ‘developmental 
appropriateness’ with little to support this judgement. Sturmey also questions the 
assumption implicit in the DSM criteria that the development of the learning disabled person 
is the same as that of a non-learning disabled person except that it progresses at a slower 
pace; he cites evidence that suggests there are qualitative differences in the development of 
those with brain abnormalities associated with most cases of severe and profound learning 
disability (Weisz and Yeates, 1981, cited in Sturmey 1995; Matson and Sevin, 1994).
2.2 Diagnostic overshadowing
The term ‘diagnostic overshadowing’ refers to the tendency for the diagnosis of learning 
disability to overshadow the significance of signs and symptoms of any psychological 
disturbance (White, Nichols, Cook et al, 1995). Reiss describes the tendency for behaviour 
problems in boys to be attributed to their intellectual impairment group but identified as a 
behaviour problem in the non-learning disabled group (Reiss, 1994). A meta-analysis of 
studies using analogue methods to examine the size of the overshadowing effect found a 
small to medium effect size that did not vary with type of clinical judgement (ie. treatment or 
diagnosis) nor did it vary across studies (White et al, 1995) The authors accept that analogue 
studies may not truly represent the course of events in natural contexts but they put forward 
their findings as one possible factor contributing to the inadequate delivery of mental health 
services to people with learning disabilities.
It is possible that this ‘misdiagnosis’ has lead to the under-diagnosis of mental illness in this 
population. For example, it is estimated that the prevalence rate for depression among 
people with intellectual impairment is between 3 and 6 per cent (Reiss, 1990) and yet until 
relatively recently, there have been very few research or case studies published describing 
depression in the learning disabled population (Reiss, 1994). Parsons, May and 
Menolascino (1984) warned of the tendency for depression in this population to go 
unnoticed:
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“Symptoms of depression are too often regarded as intrinsic elements of retardation 
or as typical of institutional behaviour. Depressive symptoms may also appear to be 
secondary to more obvious problems. Finally, the non-disruptive nature of depression 
symptoms lessens the likelihood that institutional staff will view the behaviour as a 
problem.” (cited in Crabbe* 1994, p 197).
As will be discussed in more detail below it is likely that this overshadowing phenomena 
could be minimised by increasing the awareness and knowledge of those people having most 
contact with the learning disabled person as well as by further training of the professionals 
contracted to provide health services for them. One problem encountered at this point is that 
discussed in relation to the differences in the symptoms displayed by those with 
communication difficulties and intellectual impairment; until systematic research is 
conducted that identifies the range of signs, symptoms and behaviours that may indicate the 
presence of a mental health problem in a person with a learning disability, it is difficult to 
provide people with concise descriptions that do not lead to services being swamped with 
referrals for mental health assessments.
2.3 Difficulties in assessment
Evaluation of mental health problems depends to a great extent upon direct communication 
between the assessor and the person being assessed (Prosser, 1999). The immediately 
obvious obstacle is the difficulty in determining the experiences and feelings of a person who 
may have impaired communication abilities, as is common in people who meet the criteria 
for a learning disability diagnosis (Clements, 1998). Language and communication disorders 
impact at many different levels of the communication system, limiting expression and 
comprehension and, at the most severe level, can lead to the complete absence of intentional 
communication (McLean, Brady and McLean, 1996).
Reed (1997) illustrates the importance of assessing the nature of a person’s communication 
abilities in a case study of a young woman initially appeared to cope well following the death 
of her mother. After several weeks the woman’s behaviour deteriorated - she stoppedeating, 
slept very little and displayed stereotypic rocking behaviour. An assessment of her 
emotional awareness revealed that the woman did not possess the ability to express jegative- 
emotions - discussion with those closest to her led to the realisation that she n ev e /seem ecJ
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angry or miserable. Reed states that the behaviour of the woman showed that she was clearly 
distressed by her mother’s death but that she was unable to express this in any readily 
recognisable way (Reed, 1997, p60).
The problem Reed identifies is not that people with learning disabilities are unable to express 
their feelings per se, but that the manner in which distress is displayed may be different to 
that used by non-learning disabled people because, for a wide variety of reasons, they do not 
possess an elaborate communication system. In the case described by Reed, she 
hypothesized that years of positive reinforcement for ‘looking happy’ had not provided the 
young woman with the opportunities to learn other modes of expression (Reed, 1997). 
Others may be limited by the signs or symbols provided; a young learning disabled woman 
known by the author communicated veiy effectively via a book of symbols but the pictorial 
representation of emotions was limited to ‘happy’, ‘sad’ and ‘fed up’, thus confining her 
description of her own feelings to these three states.
The self-reports of people with learning disabilities used to be considered of limited use 
however, this view is changing (Stenfert Kroese, 1998). The validity of using self-reporting 
procedures has been vastly increased by applying a number of minor modifications to the 
construction of the tools. Stenfert Kroese (1998) describes using pictorial materials, open- 
ended questions, inserting probes to ensure comprehension and spending time gaining the 
confidence of interviewees prior to interview, as methods that increase the usefulness of self- 
reporting. This area of work is gaining significance as the interventions designed to help 
learning disabled people with mental health problems widen to include cognitive therapy and 
psychodynamic therapies (Stenfert, Kroese, Dagnan, et al, 1997; Sinason, 1992; Waitman 
and Conboy-Hill, 1992).
Sovner (1986) identified the learning disabled person’s difficulty in communicating his/her 
internal state as due to both impaired language ability and decreased intellect. This 
‘intellectual distortion’ is said to increase reliance upon the observations of others and 
ultimately reduces the effectiveness of the interview as the usual method by which 
psychiatric diagnoses are made. Observational data can provide valuable information about 
the. person’s mental state, however, further work is needed to develop and refine the 
framework structuring the collection and interpretation of such information (Moss et al, 
1997) - again the validity of diagnostic criteria for mental illness in this population impacts 
on the type of information collected and the significance attached to certain behaviours.
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Although DSM III R permits substitution of caregiver’s observations of symptoms of mental 
illness, many psychiatrists are reluctant to rely upon this in the diagnostic process 
(Szymanski, 1994) and recent studies have highlighted biases that exist in informant reports.
2.4 Reliance upon andinvolvement o f  others
Research into the reports of informants have found that in general, greater attention is paid to 
external features and less to internal symptoms of distress (Chariot, Doucette and 
Mezzacappa, 1993; Kazdin, Matson and Senatore, 1983; cited in Edelstein and Glenwick,
1997). Edelstein and Glenwick (1997) describe studies that showed that residential staff 
were unable to adequately detect emotional disorders in people with intellectual disability 
and impaired verbal skills. This finding is perhaps not surprising given that even those 
professionals whose main task it is to detect mental illness, have difficulty in achieving this 
goal. This does not however, reduce the significance as learning disabled people rarely refer 
themselves to health services in the search of help with psychological distress and thus rely 
upon these others to determine that this help is needed (Prosser, 1999).
Other studies found that both staff and family members tended to focus selectively upon 
behaviours that were troublesome in the care and management of the individual such as 
aggression and unacceptable social behaviour (Borthwick-Duffy and Eyman, 1990). This 
was confirmed in a examination of the relationship between referral source and reason for 
391 adult referrals to a mental health clinic for people with learning disabilities (Edelstein 
and Glenwick, 1997). Edelstein and Glenwick found that externalising behaviours such as 
aggression, assault, non-compliance and destruction of property, were the most frequent 
reasons for referral of individuals by residential, vocational and day treatment services. 
Families were found to refer their relative to the service for reasons that most often fell into 
the category of social deficits.
One factor that may contribute to this difference in referrals is that those individuals whose 
behaviour is difficult to manage tend to reside outside their family of origin, whilst families 
become concerned if their relative seems to lack the social skills necessary to support their 
community involvement and the building of social networks (Edelstein and Glenwick, 1997). 
It is likely that the reason for the referral is very much linked to the impact of the behaviour 
within that setting. It is also considered likely that certain behaviours will be more obvious 
in certain settings, for example a staff member or relative is more likely to pick up signs of
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emotional disturbance if they spend a great deal of time in one-to-one contact with the 
person. The more one tries to unravel the complexities of the findings in studies such as 
these the more obvious the need for further research and understanding becomes.
One final study that linked staff observations to the self-reports of the person demonstrates 
the importance of considering the individual’s personal experience. Harper and Wadsworth 
(1993) asked a group of learning disabled adults how they expressed grief and dealt with loss 
following a recently experienced bereavement. A group of carers and professionals were 
also asked their views of how people with learning disabilities cope and respond during grief 
(Stenfert Kroese, 1997). The learning disabled individuals reported mainly emotions such as 
loneliness, anxiety, sadness, depression and worry, whilst the carers and professionals 
reported behaviours such as crying, sleep problems, hostility to others and poor hygiene with 
very few references to emotions. This may be because each group lacks the language tools 
necessary to communicate with the other, or that carers and professionals lack the knowledge 
that enables them to recognise an alternative expression of the same emotions seen in non­
learning disabled populations. When conducting an assessment of problems experienced by 
a person with a learning disability the knowledge and the attributions of those chosen to 
provide information about the person must be considered.
2.5 Distinguishing between mental illness and behavioural disturbance
Many professionals refer to the need to distinguish between behaviours that are symptomatic 
of underlying mental illness and behaviours that are a learned response to environmental 
factors (Szymanski, 1994). This appears partly due to the need for accurate diagnosis in 
order to prescribe medication appropriately - medication is more likely to be effective if the 
person is actually suffering from the illness. It is also likely to be influenced by issues 
regarding funding and service provision and planning. Szymanski (1994) believes that the 
division between mental illness and behaviour disturbance is a false and unjustified 
separation particularly as the DSM classification system describes mental disorder as a ‘... 
behavioural or psychological syndrome’ (Szymanski, 1994, p 23). He states that as DSM III 
R is atheoretical with regards to aetiology there is no basis for dividing behaviour problems 
and psychiatric illness.
The lack of knowledge regarding the range of behaviours that might indicate the presence of 
psychiatric disorder in people with learning disabilities makes the process of differentiating
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between two behaviours very difficult. Especially when one considers that psychiatric 
diagnosis is likely to be based more on behavioural signs than on self-reported mental state 
in persons with a learning disability (Bernal and Hollins, 1995). It is at this point that the 
benefits to be gained from a psychological formulation are realised: different components of 
the formulation will be addressed by different interventions in co-ordination - there is no 
either/or, no dichotomy between what is a behaviour problem and what is mental illness. A 
psychiatric diagnosis can be subsumed within the psychological formulation when the 
approach is multi-disciplinary.
Many professionals in learning disabilities services appear to be coming to the conclusion 
that there is little point in trying to separate these behaviour problems and psychiatric 
disorders at service level or at the level of the individual (Allen and Kerr, 1994; Szymanski, 
1994). Whilst the first separation seems a false and potentially ineffective division as two 
separate services could end up performing similar roles with people with similar problems, 
there is value in continuing to try to identify the causes and contributory factors of behaviour 
disturbances to ensure that the interventions adequately address the problem as a whole 
(Prosser, 1999)
2,6 Sei'vice Provision
Allen and Kerr (1994) surveyed referrals to two separate services provided for people with 
learning disabilities; a challenging behaviour support service and a specialist service for 
people with dual diagnosis. They concluded that their findings did not support the idea that 
the people supported by the two services constituted independent populations that could be 
divided up by diagnosis at the point of referral (Allen and Kerr, 1994). The presentation of 
disturbed behaviour varied little between the two services; there was no significant difference 
in the number of clients with aggressive behaviour except that those referred to the 
challenging behaviour service were considered to present greater management problems. On 
all other behaviours measured - destructive behaviour, over-activity, self-injury, wandering 
off and anti-social behaviours, there were no significant differences between the groups. In 
addition demographic details, including the place of residence and other involved agencies, 
were similar, and the rates of mental health problems did not differ between the groups.
The figures reported regarding the presence and absence of mental health problems are 
interesting. There are very similar numbers of people assessed not to have a mental health
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problem as there are assessed as having a problem in both types of service (Allen and Kerr, 
1994). The authors do not describe the referral criteria of each service but their findings 
could be interpreted as providing further evidence of the issues discussed above and below - 
referrals are influenced by both the nature of the setting in which the person resides and the 
attributions of the referrers regarding the causes of the behaviour displayed. The figures also 
demonstrate that problematic behaviour may or may not be associated with mental health 
problems and trying to make definitive statements about the relationship between the two is 
extremely difficult.
Moss (1999) describes the relationship between challenging behaviours and mental illness as 
poorly understood and refers to the work of Meins (1995) who found that a diagnosis of 
depression was frequently associated with aggressive behaviour, withdrawal and/or somatic 
complaints rather than the classic complaints such as feelings of hopelessness and 
worthlessness. Dura (1997) examined the link between mental illness and aggressive 
behaviour and concluded that aggression is best viewed as a symptom of mental illness and 
indicates the need for treatment to address the underlying condition rather than the 
aggressive behaviours. From Dura’s perspective, the act of providing separate services for 
people considered to have problematic behaviours and those with mental health problems 
would leave one group of people with an inadequate service. Allen and Kerr (1994) 
conclude that a specialist service should be constructed from a broad skill base that enables 
comprehensive assessment of psychological, psychiatric, neurological and social dimensions 
with subsequent interventions being tailored to the needs of the individual as they are 
assessed.
There appears to be general agreement of the need for services to be multi-disciplinary in 
their staff membership but the question of how these services should be provided forms 
another debate. Some support the development of community based services that deploy 
specialist teams to provide support in the person’s home or in specialist group homes, on the 
grounds that there is little to be gained from removing people to specialist units if the factors 
maintaining their behaviour remain unaltered on their return (Carr and Durrand, 1985). The 
grouping together of people displaying severely disturbed behaviour is also considered anti- 
therapeutic (Blunden and Allen, 1987). This model of service provision is based on the 
hypothesis that a substantial element of the behaviour disturbance of learning disabled people 
is functional in its origins and maintenance (Day, 1994). Day (1994) argues that this model 
ignores the research identifying the role of neuropathological factors, mental illness and the
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role of biological mechanisms as discussed in recent work on ‘behavioural phenotypes’ 
(Holland, 1999).
Day (1994, 1993) supports the development of specialist psychiatric services that provide 
inpatient and community facilities with a range of treatment approaches. He believes this 
can be most effectively achieved by a sub-regional service that serves a population of
500,000 and is campus-based with a variety of different treatment settings available within 
its boundaries (Day, 1993). He acknowledges the problems that this style of service may 
pose in terms of distance from people’s homes and rehabilitation and follow-up but feels that 
they are outweighed by the advantages to be gained by the specialist knowledge and 
treatment that can be provided.
Another model of service provides specialist mental health services for people with learning 
disabilities within the stmcture of a generic psychiatric service (Bouras, Brooks and 
Drummond, 1994). This is said to have the advantages of accessing existing expertise and 
facilities whilst providing specialist input and fostering close working relationships with the 
community teams and other community agencies. When necessary people with learning 
disability are admitted to a designated general psychiatry ward; some professionals consider 
it inappropriate to place a learning disabled person on a general psychiatric ward due to their 
increased vulnerability and the inexperience of the nursing staff with the needs of this client 
group (Day, 1993). Other services are provided at outpatient clinics or within the client’s 
normal living environment.
Which model of service is used seems to be influenced by the beliefs of those charged with 
the provision of those services - Day works within a sub-regional service whilst Bouras is a 
member of a specialist psychiatric service within a larger generic service. Other areas that 
provide local services with small admission units and community teams seem to fall between 
these two models and the actual format of service provision may be the result of local needs 
and funding rather than a deliberate choice of the type of service model to be implemented.
3. Dilemmas for Clinical Psychology and Conclusion
From the perspective of practice in clinical psychology there appears to be issues to be 
considered rather than dilemmas, if dilemmas are defined as “situations in which a choice 
has to be made between two equally undesirable alternatives” (The Concise Oxford
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Dictionary, 1991). There are many issues for clinical psychologists to consider in working 
with people with learning disabilities - the first one being the issue of consent. As 
highlighted above the person with the learning disability and additional problems is unlikely 
to initiate the referral to the services themselves (Prosser, 1999). Consideration of whose 
needs are actually being met by the referral should be addressed at the time the referral is 
received. This does not mean that carers or families do not deserve services but that the 
design of the intervention will be influenced by careful consideration of the position and 
needs of all those involved with the individual referred.
The issues discussed in the section on diagnostic issues all have a bearing on clinical 
psychologists working in this area. As a member of a community team for learning disabled 
persons or even in a general adult mental health service, a clinical psychologist will be 
referred people with behavioural disturbances - acknowledging the existence of mental health 
problems as one possible factor implicated in the manifestation of the behavioural problem is 
vital. Teasing out evidence to support or reject this hypothesis is subject to all the difficulties 
identified - lack of knowledge of the range of behaviours that might indicate mental illness, 
differing influences of families and staff, including the beliefs of other members of the team 
in which the psychologist is situated and difficulties in communicating with the learning 
disabled person, hinder the work of a clinical psychologist just as much as they do their 
psychiatry colleagues.
Another issue of significance to clinical psychology is the training of staff. Training and 
awareness raising of the possibility that learning disabled people can and do experience 
similar mental health problems to everyone else is acknowledged to be vital if services are to 
reach all those who may have need them (Moss et al, 1997). As training is one role of the 
clinical psychologist designated by the DCP Code of Practice (1995) the question should not 
be “Should we provide it” but “How do we do it effectively?”
Consideration of the changes that have taken place in the practice of both clinical psychology 
and psychiatry raises a number of different issues. For many years the profession of 
psychiatry had little interest in individuals with learning disabilities due in part to what was 
termed ‘therapeutic pessimism’ - developments in neuropathology led to the view of learning 
disability as an incurable brain disorder, and to its domination by psychoanalysis that deemed 
normal intellectual and language abilities a prerequisite to successful treatment (Szymanski, 
1994). During this time psychology developed behavioural approaches that were in many 
ways reasonably successful, but that excluded all approaches except the operant technology
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of B. F. Skinner that focused on the environmental manipulation of contingencies controlling 
behaviour (Bender, 1993). Bender (1993) argues that this approach to psychology has led 
clinicians to avoid the subjective experiences of the learning disabled person, for these were 
not relevant to this mode of intervention.
Both psychology and psychiatry seem to have much catching up to do with this client group 
and each profession is currently becoming more involved in the needs and the lives of 
learning disabled people. Whilst psychiatrists endeavour to identify psychiatric disorders 
and remain committed to the use of medication as a treatment approach, clinical 
psychologists are beginning to use therapeutic approaches such as cognitive behaviour 
therapy and psychodynamic therapies with the people previously considered unable to 
benefit from these therapies (Stenfert Kroese et al, 1997; Sinason, 1992; Waitman and 
Conboy-Hill, 1992). Bender (1993) believes that clinical psychology has failed to provide 
therapy services to learning disabled people and accuses the profession of treating them 
“...with disdain and depriving them of services that are theirs by right as citizens” (Bender, 
1993, p 7). The current task for clinical psychology is to determine how to adapt therapeutic 
approaches so that limitations in communication or comprehension do not limit that person’s 
opportunity to benefit from therapy.
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1. Introduction
Distinguishing between a depressive illness and the early stages of dementia is one of the 
most common problems referred to clinical psychologists employed by older adult services 
in the NHS (Cheston and Bender, 1999). It is also one of the most difficult problems to 
resolve; Lezak identified it as “probably the knottiest problem of differential diagnosis” 
(1983, p.234). To date there been a huge research effort aimed at identifying the test, with 
almost equal focus on the psychological sphere as the biological, that will definitively 
diagnose dementia. This seems to imply that simply time, rigorous investigation and 
increasingly sophisticated techniques is all that is required before the test is discovered.
Cheston and Bender (1999) state that this approach rests heavily and erroneously upon the 
belief “that it is possible to distinguish normal from abnormal processes” (p. 83) and argue 
that research into normal ageing has demonstrated that there are, in fact, no clear distinctions 
between the two processes. This is further illustrated by the development of categories 
outlining degrees of cognitive impairment between ‘normal’ and dementia (e.g. Age 
Associated Cognitive Impairment, Levy, 1994) and the findings that the plaques and tangles 
considered to confirm the presence of Alzheimer’s Disease are also found in the brains of 
many older people who did not display clinical symptoms of dementia during life (eg. Ulrich 
1985).
It seems necessary to recognise that underpinning this diagnostic approach is a psychiatric 
model of illness in which ‘abnormal’ behaviour is directly linked to disease within the brain 
of the person exhibiting the ‘symptoms’ (Cheston and Bender, 1999). Neuropsychology 
makes similar links between behaviour and brain function, although the aim of a good 
neuropsychological assessment is to understand the person’s behaviour in terms of both the 
strengths and weaknesses of their cognitive abilities (Woodruf-Pak, 1997). The psychiatric 
model is the dominant model in services for older people, but in recent years there has been 
some movement away from understanding dementia simply in terms of brain function, 
towards understanding the person within the context of their life and social environment 
(Kitwood, 1997). In line with this aim, assessment also moves away from simple diagnosis,
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towards the administration of tests and interpretation of the results within the context of the 
person’s whole life (Cheston and Bender, 1999).
Constraints upon the amount of space available, as well as the task demanded by the essay 
title, limits further discussion of the philosophical stance underpinning work with these 
problems in older adult services. Because differential diagnosis is one of the most frequently 
referred problems to clinical psychologists (Cheston and Bender, 1999) it is necessary to 
have an understanding of the problem as it is perceived by the majority of one’s colleagues, 
therefore the remainder of this paper will review the main approaches adopted in 
distinguishing depression in older adults from the early stages of a dementia illness.
2. The problems encountered in differentiating between depression and early stage 
dementia
During the last decade researchers and clinicians have increasingly recognised that 
depression and dementia often co-exist (Teri and Wagner, 1992), and recent evidence 
suggests that depression, both with and without cognitive impairment, may actually signify 
the start of dementia (van Reekum, Simard, Clarke et al, 1999; Touchon and Ritchie, 1999). 
The result of these findings is that an already complex task has become even harder - 
additional questions need to be answered when faced with an older person exhibiting 
depressive symptoms and cognitive impairment. It is no longer sufficient to explore the 
question “is this depression or dementia?”, it is also necessary to ask is this person 
“depressed and dementing?” and “is the depressive illness signifying the start of a 
dementia?”
The primary characteristics of dementia are identified as “acquired memory disorder and 
intellectual decline associated with changes in behaviour and personality, that result in 
impaired psychosocial performance” McLoughlin and Levy, 1996, p 92). It is not one single 
disease but a syndrome encompassing a number of individual disorders, each defined by the 
disease process underlying the observed decline in function (Holden, 1995). This results in 
patterns of cognitive and non-cognitive changes that differ according to the type of dementia.
The term ‘pseudodementia’ has been used to describe “intellectual impairment in patients 
with a primarily psychiatric disorder” (Caine, 1981, pl359) and ‘depressive pseudodementia’ 
identifies depression as the main cause. Use of the term also implies that the cognitive
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dysfunction will reverse following the improvement of the psychiatric problem. Many 
clinicians and researchers complain that the term pseudodementia is misleading, as recent 
criteria for dementia (eg. DSM IV, APA 1994) do not demand that the syndrome be 
irreversible, therefore dementia that resolves can still be classified as dementia (Pitt and 
Yousef, 1997). In addition the cognitive impairment described is genuine, something the 
‘pseudo’ used to indicate was not the case (Wernicke, 1900 cited in Zapotoczky, 1998).
Depression is considered the most common reversible cause of dementia, although some 
studies describe residual cognitive deficits remaining after the resolution of the emotional 
disorder (McNeil, 1999). When reviewing such studies it is difficult to determine whether 
the patient sample included people for whom the depression signified the onset of dementia 
that was not fully revealed until years later - for these people the affective symptoms often 
respond to anti-depressant medication but cognition remains somewhat impaired (Pitt and 
Yousef, 1997).
When considering the core complaints of the two disorders - dementia being a disorder of 
cognition and depression being a disorder of affect (Teri and Wagner, 1992), it is difficult to 
imagine how one could be mistaken for the other. Teri and Wagner, (1992) describe a 
number of symptoms common to both disorders; a depressed older person may experience 
cognitive impairment, with complaints of difficulties with memory and cognition and may 
also have difficulties organising and executing their normal activities. Low mood, loss of 
interest and difficulty eating and sleeping are often observed in early dementia. These 
authors cite a study conducted in the mid 1980s that found nearly thirty per cent of people 
diagnosed with Alzheimer’s Disease also met the criteria for clinical depression (Teri and 
Reifler, 1987). An alternative interpretation of this finding might be that it indicated the co­
existence of the two disorders rather than supporting the overlap between dementia and 
depressive symptoms. As described above co-existence is a more recently recognised 
phenomenon.
Although the diagnostic criteria specified by DSM IV (APA, 1994) and ICD 10 (WHO, 
1993) do not differentiate between older! and younger adults, general clinical observation 
suggests a greater frequency of somatic symptoms, hypochondriachal features, anxiety, 
irritability, cognitive impairment and fewer reports of depressed mood in older depressed 
people than is observed in younger populations (Shulman, 1980; Katona, 1995; Gottfries,
1 ‘older’ is defined here as over the age o f 65yrs in accordance with NHS service provision
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1998). Systematic research studies have failed to confirm the existence of a different profile 
of depression in later life, but there is support for the more frequent appearance of 
hypochondriasis and somatic symptoms in older populations (Gurland, 1976; Blazer, George 
and Landerman, 1986). The different clinical presentation observed in older adults seems to 
retain validity for use in the clinical setting, perhaps because of the less stringent criteria for 
referral than for entry into research studies the clinical population presents with a variety of 
different symptoms.
Reasons put forward to account for this different presentation of depression include the 
process of ageing itself, the generational differences in the perception and expectations of 
psychological and physical health and the overlap between physical illness and depressive 
symptoms (Baldwin, 1997). Each of these has the potential to accentuate or hide depression 
in the older population and thus there is the potential for great variation in the expression of 
depression in the older population. The increased likelihood of physical illness and disease 
that accompanies ageing means that determining whether symptoms such as sleep and 
appetite disturbances, loss of energy and physical slowness are symptoms of depression, 
physical illness, caused by medication or are changes occurring with the ageing of the body, 
need careful consideration and comprehensive assessment (Woodruff-Pak, 1997).
The more frequent appearance of cognitive impairment in older depressed adults further 
complicates the diagnostic process, and this dysfunction tends to be more severe than that 
observed in younger adults (Baldwin, 1997). A review of studies investigating cognition in 
depressed adults across the age range reported general deficits in memory and executive 
functioning, (Elliott, 1998). Examination of the cognitive function of older depressed people 
(mean age >70 yrs) found these deficits plus pronounced cognitive slowing (Beats, Sahakian 
and Levy, 1996).
McLoughlin and Levy (1996) reported that dementia is misdiagnosed in nearly fifteen per 
cent of cases referred for further assessment. Although this may seem high, the fact that the 
person was given a diagnosis but also referred on, suggests that the original clinician had 
some doubts and concerns over their diagnosis. Most authors state that the problem in 
diagnosis stems from the fact that neither dementia or depression can be diagnosed by the 
presence or absence of a biological marker, instead diagnosis is very much the responsibility 
of the clinician and stems from his/her review of the evidence gathered from a variety of 
assessment sources (McLoughlin and Levy, 1996).
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Numerous approaches have been taken in the attempt to discover a simple method of 
distinguishing dementia from depression. They can be generally grouped under three 
headings; a) Identification of the clinical signs of each disorder with a focus on the ways they 
differ, b) Identification of different biological and structural changes in the brain, and c) 
Identification of different brain function through neuropsychological testing. The discussion 
that follows is intended to be illustrative rather than representative of the hundreds of studies 
that are retrieved through searches of Psychlnfo and other very interesting internet sites.
Most studies examining this issue of differential diagnosis have focused upon Alzheimer’s 
Disease (AD) because it accounts for the highest proportion of dementia’s diagnosed in the 
UK and the USA (UK prevalence estimated to be between fifty and sixty per cent of the
670,000 people diagnosed with dementia (Alzheimer’s Disease Society, 1997); in the USA 
AD is estimated to affect 4 million people (Advisory Panel on Alzheimer’s Disease, 1996)). 
Alzheimer’s Disease is also probably the most well known of the dementia’s, especially with 
the recent disclosures by a number of celebrities of their personal experiences of the disease 
(e.g. The Ronald and Nancy Reagan Research Institute of the Alzheimer’s Association). It is 
for these reasons that primarily Alzheimer’s Disease will be discussed here.
3. Identification of clinical features of depression and dementia
A comparison of the non-cognitive behavioural changes recorded during the initial interview 
of patients with early AD, Frontotemporal Dementia (FTD) and late-life depression (with and 
without psychotic feature) using the Schedules for Clinical Assessment in Neuropsychiatry 
(SCAN) (WHO, 1992) enabled 95.9% of these patients to be correctly classified according to 
their diagnosis (Swartz, Miller, Lesser et al, 1997). There were 19 patients in each group, 
between the ages of 46 and 70 years (mean age = 59yrs, sd = 0.7), each one having already 
taken part in previous research studies. The chart review was carried out retrospectively by 
the authors with the physicians and nurses who had originally evaluated the patient. None 
were blind to the patients’ diagnosis.
Stepwise discriminant analysis identified fourteen of the 38 SCAN items that separated the 
individuals into the four diagnostic groups (Swartz et al, 1997). 94.7% of the AD group, 
100% of the FTD patients, 87.5% of those with depression with psychotic features and 100% 
of those with depression without psychotic features were correctly identified by the items -
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delusions of persecution, altered body functions, delusions of reference, other speech 
abnormalities, heightened subjective function, incoherent speech, delusions about the body, 
non-specific auditory hallucinations, non-verbal communication, low subjective function, 
miscellaneous delusions, special features of depression, socially embarrassing behaviour and 
poverty of speech.
The authors discount the possibility that SCAN score differences could be due to differences 
in age or education as participants did not differ significantly on these demographic features. 
Mini-Mental State Exam scores (MMSE) (Folstein, Folstein and McHugh^ 1975) were 
significantly different between the dementia and depression groups and could be considered 
to contribute to the differences in SCAN scores; a lower MMSE score indicates greater 
cognitive impairment and this might be the factor that discriminated dementia from 
depression. However this is also discounted as the largest difference in total SCAN scores 
was between the AD and FTD group and the MMSE scores of these two sub-groups were not 
significantly different.
One of the main problems encountered in generalising from this type of study to a general 
clinical population is that all of these participants were carefully selected to meet research 
criteria for other studies. It is likely that those with less well-defined features of dementia or 
depression would have been excluded and thus the sample population is probably quite easily 
differentiated anyway. This study does not include anyone over the age of 70; as the 
incidence of Alzheimer’s Disease increases steadily with age and there has been some 
evidence of differences in the profile of early-onset and late-onset AD (Holden, 1995) it is 
possible that the SCAN items would not discriminate a group of older patients. In addition, 
although the percentage of people correctly classified was fairly high at nearly ninety six per 
cent, the main difficulties were found in discriminating some of the AD patients from the 
group diagnosed with late-life depression with psychotic symptoms, probably the very 
people that cause problems for the clinicians in practice.
There were no item groups on the SCAN that were exclusive to one diagnosis, each one had 
some overlap with another group. Swartz et al (1997) provide a useful summary of the main 
non-cognitive features observed in each group but its use in clinical practice would be 
limited as different behaviours are described as commonly, occasionally or rarely occurring 
in each of the categories. In certain cases the problems identifying the diagnosis of
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individual patients who present with the symptoms known to overlap between diagnoses 
would still exist.
Another study has focused on the problems encountered in distinguishing between 
depression and dementia in clinical practice, by devising a ‘pseudodementia’ scale based on 
behaviours identified in a review of the relevant literature as discriminating between organic 
dementia and depressive pseudodementia (Yousef, Ryan, Lambert et al, 1998). Forty-four 
features of dementia, pseudodementia and depressive disorder were arranged in a checklist 
and rated by an investigator in an interview with the patient. Also administered were the 
MMSE, a verbal fluency test and proverb interpretation and the Montgomery-Asperg 
Depression Rating Scale (MADRS) (Montgomery and Asperg, 1979).
The sample population consisted of 128 adults, over the age of 65yrs, who were either new 
referrals to a psychogeriatric service or were still in the processes of assessment at the start 
of the study. The reason for referral of each patient was the differential diagnosis of 
depressive pseudodementia. This prospective study aimed to examine the discriminating 
power of the scale by reassessing each patient 12-14 months after the initial interview when a 
review of the course of the disorder would contribute to the retrospective diagnosis. The 
second assessment was conducted by a consultant psychiatrist with access to the patient’s 
medical notes but not to the original information collected, and his diagnosis was compared 
to that indicated by the scores on the checklist.
After conducting a principle component and factor analysis 18 of the 44 items were 
identified as discriminating well between the dementia and pseudodementia groups, correctly 
identifying ninety eight per cent of patients with dementia and ninety five per cent of patients 
with depression (with and without objective evidence of cognitive impairment).
Although not without its limitations, this study suggests that it is possible to develop a fairly 
accurate behavioural rating scale to help distinguish between dementia and depression with 
cognitive impairment. One of the main methodological problems was that the gold standard 
to which the scale was compared was in fact a clinical assessment, albeit carried out by a 
consultant psychiatrist, but it is this type of assessment that many psychiatrists consider to 
have unacceptably low accuracy with the more complex differential diagnoses. However, the 
year long gap between first and second diagnosis may have increased the accuracy of the 
consultant diagnosis as supported by the strategy of ‘wait and see’ that is frequently used in 
inconclusive cases (Crowe and Hoogenraad, 2000).
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The authors of the study also consider it possible for a patient who initially presented with 
depression to develop early dementia during the time lapse, a situation that would appear as 
inaccurate classification by the scale and thus reduce its sensitivity (Yousef et al, 1998). 
Further testing of the scale is required but it initially appears to hold promise as a useful 
clinical tool.
4. Identification of different biological and structural changes in the brain
As the technology of neuroimaging has become increasingly sophisticated over the last few 
decades so more and more has been revealed of the functioning of the live normal and 
abnormal brain. Computerized tomography (CT) produces an image of a horizontal slice of 
brain tissue created by passing narrow X-ray beams through the head at different angles 
(Beatty, 1995).
As part of the assessment of a person for whom there is a query over a diagnosis of 
Alzheimer’s disease, CT scans have been principally used to exclude other causes of 
dementia, for example strokes or tumours (Denihan, Wilson, Cunningham et al, 2000). Other 
studies using CT and magnetic resonance imaging (MRI) have demonstrated that cerebral 
atrophy occurs in the brains of individuals with AD but is also found in those diagnosed with 
major depression and to some degree in normal ageing; the overlap between the groups limits 
the usefulness of this measure (eg. Rabins, Pearlson, Aylward et al, 1991).
Two recent CT scan studies have examined the width of the medial temporal lobe (MTL) in 
patients with AD, vascular dementia, depression and paraphernalia (Denihan et al, 2000) and 
the first three disorders plus dementia with Lewy bodies (O’Brien, Metcalfe, Swann et al, 
2000). Both studies report significantly smaller thicknesses of MTL in patients with AD than 
with other dementia’s and psychiatric disorders but note that the low sensitivity of this 
measure - ranging from sixty one per cent for cases of mild AD to seventy five per cent for 
cases of probable dementia as defined by NINCDS-ADRDA criteria (McKhann et al, 1984) 
in the study by Denihan et al (2000) and fifty four per cent sensitivity and seventy seven per 
cent specificity for distinguishing dementia from depression in the O’Brien et al (2000) 
study. Both conclude that CT scans remain a useful adjunct to differential diagnosis.
Enlarged ventricles and widening of the sulci have been found in the brains of people with 
AD and those with major depression, leading some authors to suggest that depression,
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cognitive impairment and dementia should be considered on a continuum with related brain 
abnormalities underlying each disorder (Alexopoulos, 1990, Emery and Oxman, 1997). An 
MRI scan study investigated the volume of different brain structures in patients with 
depression, AD and matched ‘normal’ controls (Pantel, Schroder, Essig et al, 1997) and 
found “differences in the distribution of atrophy between patients with major depression 
and patients with Alzheimer’s disease [that] indicate that both diseases have a different 
pathomorphological basis.” (Pantel et al, 1997, p 80), thus challenging the suggestion of a 
continuum. Both the depression group and the ‘normal’ controls demonstrated significant 
differences to patients with AD leading to the conclusion that assessment of cortical atrophy 
may facilitate a differential diagnosis.
There are a number of similar problems found in these scanning studies as were identified in 
the earlier studies of behaviour in depression and dementia. The sample size is generally 
small - in the MRI study there were 19 depressed patients, 27 patients with AD and 13 
controls and these were carefully selected according to diagnostic criteria. In practice 
patients who neatly fit this criteria tend to be in the minority. In addition, CT and MRI scans 
are expensive and often there can be long waiting lists for non-emergency scans. Routine use 
of these scans would probably provide a great deal of information to clinicians of the range 
of differences to be seen in these patient populations, but the cost inhibits the use in cases 
that lack particularly strong indicators of the need to scan.
A simpler and less expensive technique is that of electroencephalography or EEG. It is said 
to have a high sensitivity for organic brain disorders but low specificity for the type of 
diagnosis (Rosen, 1997). In cases of AD and Parkinson’s disease with dementia the 
abnormality identified by EEG correlates with the severity of the disease. Rosen (1997) 
believes that EEG could be useful in the differentiation of early stage dementia from 
depression because EEG is usually normal in depression and confusion.
Dykierek, Stadtmuller, Schramm et al (1998) have used EEG to examine parameters of sleep 
in differentiating moderate to severe depression from mild AD in older adults. Recording 
over two consecutive nights, they found lower sleep efficiency, higher nocturnal wakening 
and decreased ‘stage 2’ sleep in depressed patients compared to AD patients and overall 
reported that REM sleep variables supported the correct classification of eighty six per cent 
of the patients involved in the study. Dykierek et al (1998) believe that with further research
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REM density may become a useful biological marker in distinguishing between these two 
disorders.
Research continues with great effort placed upon identifying a biological marker for 
Alzheimer’s Disease. Whilst specific genes have been identified that identify an increased 
risk of developing AD, there is still no biochemical change that definitively diagnoses its 
presence in the early stages (Baldwin, 1997). At present all methods of investigating 
physiological changes that might signify depression or identify dementia have only 
reasonable accuracy and none stand-alone. In addition, most seem fairly cumbersome, 
intrusive or expensive, thus requiring it to have a high degree of usefulness to the diagnostic 
process.
5. Identification of different brain functions through neuropsychological 
assessment
Lachner, Satzger and Engel, 1994 identify memory as “one of the most investigated areas of 
cognitive function.” (p 2) and cite numerous studies conducted by Weingartner and 
colleagues in which differences were recorded in the memory functions of individuals with 
dementia and those with depression. Lachner et al (1994) conducted a study to examine the 
utility of seven different verbal memory tasks in the differential diagnosis of cognitively 
impaired older adults. The selection of tests was based upon Weingartner et al’s findings 
that whilst patients with dementia appear to have difficulty performing memory tasks that 
require both ‘effortful’ (e.g. semantic processing and free recall) and ‘automatic’ or less 
demanding processing (e.g. cued recall, recognition tasks and short duration of remembering) 
(Weingartner, Kaye, Smallberg et al, 1981), depressed patients exhibit problems only on 
tasks requiring effort in the organisation and processing of material (Hasher and Zacks, 
1979).
All seven tasks (immediate and delayed free recall, recognition after short and long delay, 
immediate free recall of words repeatedly presented in random order, serial recall and 
selective reminding - repetition of only words omitted from recall in preceding trial) 
discriminated between normal controls and patients. Only two of the seven tasks were found 
to discriminate the individuals with dementia from the depressed patients; delayed recall and 
recognition after long delay. The authors point out the difficulties in discriminating between 
patients with similar levels of cognitive impairment -  twenty five per cent (5/20) of the
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depressed patients obtained MMSE scores classified as mild cognitive impairment as did 
forty five per cent (9/20) of the patients with dementia. To achieve significant differences 
between these two groups suggests that these tests may indeed possess good discriminatory 
features, but it would be interesting to see the individual performance scores of this small 
group of overlapping patients.
Lachner et al (1994) interpret their findings supporting higher rates of forgetting in patients 
with dementia. The hypothesis that dementia could be distinguished from depression by 
lower scores on tasks of low cognitive demand and effort was not demonstrated - the delayed 
recall task, considered an ‘effortful’ activity, exhibited the greatest discriminatory function 
and delayed recognition also demands greater effort than its immediate counterpart. 
Classifying tasks as high or low in cognitive demands and effort required seems a somewhat 
arbitrary process and the authors rightly suggest it requires empirical investigation.
Another study of verbal memory found similar high rates of forgetting, intrusion errors on 
delayed recall and a recency effect on immediate recall in a group of patients with mild AD 
compared to patients with depressive pseudodementia, but none of the measures were 
sensitive enough to distinguish between the two diagnoses (Gainotti and Marra, 1994). The 
participants were matched in terms of their cognitive impairment and this study provides 
further evidence of the difficulty in identifying a distinctive and reliable profile of the 
cognitive difficulties experienced during early Alzheimer’s Disease.
It appears that although memory problems tend to be among the first symptoms of AD, they 
also appear as part of the cognitive deficits experienced in depression. The processes 
underlying the problems do appear to differ between the two groups - some suggest that 
whilst depression and dementia can disrupt encoding processes, the memory trace is weaker 
and less deeply encoded in the latter disease and is thus subject to higher rates of forgetting 
and retrieval deficits (Cohen, Weingartner, Smallberg et al, 1982; Weingartner et al, 1982; 
Hart, Kwentus and Harkins, 1987; Nebes, 1989). Demonstrating these differences in clinical 
practice as a test of differential diagnosis seems a particularly difficult task.
Psychomotor and visuospatial skills deficits have been identified as preceding the onset of 
more complex cognitive impairments in AD (Nebes, Brady and Reynold, 1992). Hofman 
and colleagues administered a brief battery of simple psychomotor and visuospatial tasks to 
30 older participants with mild to moderate AD, 22 with major depression and 15 normal
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controls (Hofman, Seifritz, Krauchi et al, 2000). They found that although reaction time 
discriminated the three groups and particularly separated healthy controls from the two 
patient groups, the level of cognitive functioning was a confounding variable. When MMSE 
scores were similar there were no significant differences in the performances of the AD and 
Depression groups.
When asked to conduct a neuropsychological assessment of a patient for whom the diagnosis 
of dementia, and particularly of AD, is not clear, most clinical psychologists try to compare 
the patient’s current functioning with their own previous levels to determine whether there is 
any discrepancy in the scores obtained (O’Carroll, Curran, Ross et al, 1994). This intuitively 
appears to be a more valid method of determining cognitive deficits within the context of a 
heterogeneous population but few people have undergone cognitive evaluation whilst 
healthy. Different methods have been devised to estimate previous levels of cognitive 
function by comparison of ‘hold’ and ‘no-hold’ subtests of the WAIS-R (Wechsler, 1981) 
and from the patient reading aloud a list of irregular words (NART-R, Nelson and Willison, 
1991).
O’Carroll et al (1994) calculated a number of within-subject discrepancy analyses from the 
performances of groups of patients with AD, depressed patients and healthy controls on the 
NART-R and the Wechsler Memory Scale - Revised (Wechsler, 1987). Although they 
obtained significant mean group differences, there were such large overlaps between the 
groups that it was not possible to identify cut-off points that would adequately discriminate 
between the patient groups. They concluded that none of their methods of discrepancy 
analysis can be useful in clinical practice.
6. Summary and Conclusions
In each of the areas examined problems are encountered in devising a test with adequate 
sensitivity and specificity that it will reliably discriminate dementia from depression in an 
individual patient in a clinical setting. There are overlaps in behaviours and 
neuropsychological functions of patients within each diagnostic group. Changes in brain 
structure as seen on scans and EEG patterns are suggestive of different neurological 
processes but there are questions regarding the generalizability of the research findings, and 
of the practicalities in terms of expense and facilities. Of the studies reviewed here the 
‘pseudodementia’ scale devised by Yousef and his colleagues shows promise, both in terms
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of it ability to discriminate between depressed patients and those with dementia and because 
of its speed and simplicity of administration. However, it has only been examined in one 
study and requires more extensive reliability and validity tests.
It remains the case that differential diagnosis appears best achieved through the clinician’s 
careful evaluation of information obtained from a variety of sources. McLoughlin and Levy
(1996) identify seven main components in the assessment of a person in whom dementia is 
suspected but depression may also be a consideration. Table 1 outlines these components. 
These investigations gather information via all of the methods discussed above, but demand 
that the findings be considered in unison and alternative explanations be eliminated in the 
process. The needs, experiences and difficulties of the individual patient will influence the 
choice of tests and the weight given to the findings of each.
Table 1. Components of the clinical assessment of dementia
(McLoughlin and Levy, 1996)
_________Component_______________________________________________________  I
Comprehensive history from the patient and close relative or carer 
Detailed mental state examination
Thorough physical examination paying special attention to the central nervous 
system
Laboratory investigations 
Electroencephalography (EEG)
Neuroimaging (eg. CT/MRI/PET scan)
Neuropsychological investigations
In this consideration of the difficulties distinguishing one disorder from the other, the 
overlap between the two has gained prominence; it does not seem surprising that 
contemporary researchers have begun to examine the relationship between depression and 
dementia. Some have identified late-onset depression as prodromal AD in some but not all 
of the individuals taking part in the study (van Reekum, Simard, Clarke et al, 1999). These 
authors describe the problem of identifying patterns of cognitive impairment in depression 
that will discriminate between those that go on to develop AD and those that do not. Another 
problem of differential diagnosis seems set to rise.
a)
b)
c)
d)
e)
f)
g)
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Not to be forgotten is the reason why the process of diagnosis gains such attention - at the 
end of the day the aim is to provide a service to the patient, the person experiencing the 
distress caused by depression and dementia. A quick and easy test may meet the needs of a 
over-stretched health service but it does not consider the individual patient in the context of 
his or her own life. Cheston and Bender (1999) advocate extending and personalising the 
assessment process in order to reduce the distress it causes and although they value accurate 
diagnoses, the relationship between clinician and patient is given equal status.
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1. Introduction
Fear is considered a natural response to an event that poses a threat to an individual’s well­
being and safety (Carr, 1999). Fears are very common in children and adolescents and tend 
to follow a pattern that parallels normal development; the source of the fear changes as the 
child develops increasing competence in cognitive and social functioning (Ollendick, King 
and Yule, 1994). But when should a fear be considered to be a phobia? Miller, Barrett and 
Hampe (1974) believed phobias to be distinguishable from non-clinical childhood fears by 
differences on three dimensions - the magnitude, the persistence and the maladaptiveness of 
the fear response observed in the child. In phobias, the fear, usually termed ‘anxiety’ is 
elicited by a stimulus that is consistent and clearly defined. Phobias differ from generalised 
anxiety problems - in the latter a variety of events and objects may be perceived as 
threatening and these sources of fear are far less circumscribed than found in phobias. 
Childhood phobias can have detrimental effects upon the development and functioning of the 
child and his/her family, and it is usually some form of restriction in activity that leads to 
treatment being sought for the child’s severe fear (Carr, 1999).
Whilst many theories have been drawn upon to account for phobias in both children and 
adults, computerised literature searches (Psychlnfo and MIMAS) revealed that behavioural 
and cognitive-behavioural approaches have tended to dominate the psychological literature 
over the last twenty years. More recently attention has turned to the role of contextual 
factors in the problem’s maintenance and in treatment design (King and Ollendick, 1997; 
Bolton, 1994), but at present systemic theories of phobia development are considered 
incomplete. In his recent book of child and adolescent clinical psychology, Alan Carr 
observes that “there is no well-articulated integrative theory about the role of the family and 
the socialisation process in the aetiology of anxiety.” (Carr, 1999, p 433).
In examining phobia development and maintenance, this paper will reflect the current 
literature profile by concentrating on behavioural and cognitive-behavioural models. The 
interventions based upon the range of models within these two schools of thought will be 
evaluated to determine their utility in clinical practice.
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This essay will also give greatest consideration to the development, course and treatment of 
specific phobias in children. This is the most frequently diagnosed phobia in this client 
group; estimates of its prevalence range from 2.4% to 9.1% (King and Ollendick, 1997), a 
variation generally attributed to differences in the methods, sampling and criteria used by 
different epidemiological .studies. Social phobia and agoraphobia are at present much 
understudied in comparison to specific phobias (Beidel and Randall, 1994), possibly due to 
their prevalence rates of less that 1% (Anderson, 1994) and neither will be included in this 
paper.
Section 2 will present the phenomenology and diagnostic criteria of specific phobias. 
Theories of aetiology and maintenance form Section 3 and this will include studies that have 
linked theory to practice in devising strategies for intervention. A summary of the findings 
and any conclusions that may be drawn are presented in the final section.
2. The phenomenology of specific phobias in children
DSMIV (APA, 1994) and ICD 10 (WHO, 1996) include phobias within the axis of disorders 
where anxiety is a major, defining feature. A  phobia is generally described as 
disproportionate anxiety triggered by the presence, or anticipated presence, of a particular 
object or situation. The anxiety elicited cannot be explained away or brought under 
voluntary control, and it ultimately leads to avoidance of the feared object or situation 
(Marks, 1978). Both the anxiety and the avoidance behaviour interfere significantly, with the 
child’s functioning and/or relationships. DSM IV (APA, 1994) requires that other anxiety 
disorders must be excluded and provides additional diagnostic criteria for those under 18 
years: the problem must exist for at least 6 months and children may not recognise that their 
fear is excessive or unreasonable. It is necessary to ensure that the stimulus eliciting fear is 
not related to an obsession that forms part of an obsessive-compulsive disorder (Silverman 
and Rabian, 1994).
Ollendick, King and Yule’s (1994) differentiation between adaptive and maladaptive fears 
has to be considered during the process of diagnosis alongside the criteria that the fear must 
not be age or stage specific (King et al, 1988). For example, a toddler’s fear of imaginary 
creatures may be based upon an accurate appraisal of the danger he/she might be in, given 
that he/she is still developing the skills to distinguish real events from those generated by 
his/her own mind. To be identified as a phobia this fear would have to persist past the point
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at which the child had acquired the skills to identify real from imaginary phenomena, it 
would also be resistant to rational explanation, interfere with normal functioning and lead to 
avoidance of the circumstances in which the imagined creatures were elicited.
Silverman and Rabian (1994) note that irrespective of differences in the type of stimuli that 
elicit fear, children with phobic anxiety tend to display a response that can be divided into 
behaviours, cognitions and physiological components in accordance with the tripartite model 
of anxiety proposed by Lang (1968, cited in Silvermead and Rabian 1994). Typically, phobic 
children scream, cry and/or run to a parent or safe place when faced with their particular 
feared object or event and often when confrontation is merely anticipated. Physiological 
changes follow similar patterns to the physiological characteristics of fear and anxiety in 
adults (Beidel, 1988, cited in Silvermead and Rabian 1994). Clinical observations suggest 
that these physical components of anxiety are also present in the child’s response to the 
phobic stimulus (Silverman and Rabian, 1994).
The existence of fear in anticipation of meeting the phobic object or event provides evidence 
of a cognitive component within the response - in these circumstances the behaviours and 
physiplogical responses appear to be triggered by the child’s thoughts and beliefs (Silverman 
and Rabian, 1994). Investigations have revealed these cognitions to be dominated by fears of 
harm to the self and thoughts of being scared (King, Hamilton and Ollendick, 1988).
A final feature observed in specific phobias is that the types of things that become the focus 
of the phobia tend to belong to a limited range of items and events (King et al, 1988). DSM 
IV (APA, 1994) identifies four separate categories of specific phobia - animal, blood-injury- 
injection, natural environment and situational type. However, there is little empirical support 
for this four-way categorisation (Muris, Schmidt and Merckelbach, 1999). Recent studies of 
both adult (Frederikson, Annas, Fisher et al, 1996) and child (Muris et al, 1999) populations 
found evidence to support three subtypes of specific phobia in which animal and blood- 
injury-injection continue to be separate categories, but the other two types identified by DSM 
IV are collapsed to form one environmental-situational category. In the study by Muris et al 
(1999) the child sample was large - nearly 1000 children between the age of 7 and 19yrs, but 
it was not a clinical sample as it utilised pupils from four local schools. It is possible that 
repetition with children diagnosed with specific phobia may lead to different clusters of 
symptoms.
62
Children, Adolescents and Families — Essay
3. Evaluation of theories explaining the development and maintenance of specific
phobias and the evidence supporting their use in clinical practice
3.1 Behavioural theories
Classical and operant conditioning
Classical conditioning theory provides an model of phobia development which depends upon 
the occurrence of a traumatic event. In brief, the traumatic event provokes a negative 
emotional reaction and when the traumatic event occurs in conjunction with a neutral 
stimulus on a number of occasions, the neutral stimulus alone becomes sufficient to elicit the 
negative emotional reaction (King et al, 1988). King et al (1988) provide a description of 
how this might apply to development of a dog phobia in a child: in their example the child 
has been bitten on three occasions by large dogs - the ‘biting attacks’ are the traumatic event, 
whilst the size (large) and barking (loud) of the dogs form the neutral stimulus. This 
generalises over time so that the sight of any dog becomes sufficient to elicit the fear or 
‘phobic’ response.
Laboratory studies have demonstrated that classical conditioning can result in the 
development of extreme fear that may meet phobia criteria. Campbell, Sanderson and 
Laverty (1964) conducted an experiment in which participants displayed strong fear 
responses to the sound of a single tone that had previously preceded injection of a substance 
that temporarily paralysed their breathing, It cannot however, explain the maintenance of the 
fear in the absence of continued trauma; according to conditioning theory extinction of the 
fear response would be expected with extensive exposure to the neutral stimulus alone. The 
two-stage theory developed by Mowrer (1960) combined operant conditioning procedures 
with classical conditioning to generate a general model of anxiety development and 
maintenance. He identified the phobic individual’s extensive avoidance behaviour as key to 
the maintenance of the problem - avoidance of the neutral stimulus prevents extinction of the 
fear response. In addition, the anxiety reduction obtained through avoidance or escape 
behaviours increases the likelihood of these behaviours occurring again in the future.
Whilst this aversive conditioning model can be applied to the development and maintenance 
of phobias that follow a traumatic experience, there are a number of features it cannot 
account for:
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i) It suggests that any aversive experience should result in phobic anxiety but studies 
demonstrate this not to be the case; a study of adults involved in car crashes found that a 
sizeable proportion (around 60%) returned to driving without difficulty (Kuch, Cox, 
Evans et al, 1994), and a comparison of children living in war zones with those living in 
peaceful areas revealed no significant differences in terms of anxiety ratings (Ziv and 
Israeli, 1973).
ii) Conditioning theory implies that any object or event could become the focus of a phobia 
if it is linked with a negative emotional experience; laboratory studies have generally 
failed to induce fears in response to stimuli such as flowers and wooden objects (King et 
al, 1988) and other authors point out the apparent non-random distribution of the phobic 
stimulus (Seligman, 1971) reflected by the four subtypes specified by DSM IV (APA, 
1994).
iii) Many parents cannot recall their child experiencing trauma in relation to the development 
of the specific phobia (Menzies and Clarke, 1993; Merckelbach, Muris and Schouten, 
1996; cited in Merckelbach, de Jong, Muris and van den Hout, 1996). Whilst some 
question the validity and reliability of these retrospective reports (Merckelbach et al, 
1996), others have found a high degree of concordance between child and parental reports 
and argue that parents above all others have the greatest chance of knowing what their 
child has been involved in (King et al, 1997).
iSeligman’s Preparedness Model
Seligman suggested that all human beings inherit a predisposition to form phobic reactions to 
certain stimuli and that this is an adaptive function that evolved to protect the survival of the 
species (Seligman, 1971). According to this model, a phobia would result from the pairing of 
an aversive experience with an evolutionary relevant stimulus whilst evolutionary neutral or 
irrelevant stimuli would not produce strong phobic type reactions. Ohman (1986,1993, cited 
in Merckelback et al 1996) provided some support for this preparedness theoiy in studies that 
showed that participants did develop stronger fear responses to the evolutionary relevant 
stimuli. The difficulty other researchers have experienced in trying to create robust phobic 
reactions to neutral objects is also cited as evidence supporting this theory of phobia 
development (Bregman, 1934, cited in King et al 1988; Mineka, 1987). Evidence refuting 
the preparedness model has been submitted by researchers who have failed to replicate 
Ohman’s findings (eg. McNally and Foa, 1986; Packer, Clark and Bond et al, 1991, cited in 
Ohman 1986). Questions have been raised as to how one establishes evolutionary relevance 
(McNally, 1995). The findings of other studies that have managed to elicit a strong fear
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response to seemingly innocuous events such as a tone (Campbell et al, 1964) suggest that 
the relationship between the fear and the fear-stimulus is far from simple.
Rachman’s Three Pathways Theory
These challenges to conditioning theories of phobic anxiety led to the development of a 
model of phobia acquisition and maintenance that introduced cognitive processes and was 
not dependent upon the experience of a traumatic event. Based upon Bandura’s social 
learning theory (Bandura, 1977). Rachman (1976, cited in King, Eleonora and Ollendick, 
1998) proposed three distinct pathways to phobia acquisition: direct conditioning in which 
the child experiences a traumatic event; vicarious conditioning or modelling by which the 
child observes the fear behaviour of others; and instructional information during which the 
child is told of aversive events. Cognition and reinforcement contingencies are proposed to 
mediate between environmental events and the child’s emotional, behavioural and 
physiological responses as the he/she learns to fear specific stimuli in the absence of direct 
experience (King et al, 1988).
A number of studies show some support for these alternative pathways to phobia acquisition. 
In a study in which parents completed a questionnaire regarding the acquisition of a dog 
phobia in their children, fifty three per cent identified vicarious conditioning, ie. observation 
of others displaying fear, whilst only twenty seven per cent described a direct aversive 
experience (King, Clowes-Hollins and Ollendick, 1997). Two earlier studies examining 
water and spider phobias found that both parents and their children identified observation as 
instrumental in the development of the child’s phobias although it was not the most 
prominent pathway identified in either study (Menzies and Clarke, 1993 (26%); Merckelbach 
et al, 1996a (19%)). In support of the information pathway, Muris, Steerneman, 
Merckelbach and Meesters (1996) found that children’s fears were significantly influenced 
by their mothers’ verbal expression of their own fears in their children’s presence and a 
further study by Muris, Merckelbach and Collaris (1997) revealed that eighty seven per cent 
of 129 children questioned about things they feared the most, reported that they had heard 
frightening things about the event or object identified.
Although the three pathways theory appears to describe neat, circumscribed routes to the 
development of phobias, it is possible that this picture of distinctive paths has been 
artificially created by the forced choice methods often adopted to obtain the information that 
do not allow for identification of multiple contributory factors(King et al, 1998). The two
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studies of water and spider phobic children also found that significant numbers of parents 
identified their child as having ‘always been this way’ (56% and 46% respectively), 
indicating that the child had had no experience, vicarious or direct, of the phobic stimulus 
prior to it becoming the focus of fear. This suggested a ‘fourth’ pathway - one that was 
expanded upon by Menzies and Clarke (1995) in their nonassociative account of phobias.
The non-associative account
This model draws on both evolutionary and behavioural theory; like the preparedness model 
it is proposed that the stimuli that elicit developmental fears are those that once posed a 
threat to man’s survival and the specific phobias seen today are remnants of these early 
innate fears. The non-associative account argues that even in today’s world most individuals 
will display fear when first confronted with evolutionary-relevant stimuli (Menzies and 
Clarke, 1993). Those who develop phobias are considered to be poor habituators as they 
continue to experience fear despite repeated non-traumatic exposure to the stimulus. It is 
also proposed that non-specific stress can bring about dishabituation and consequently sees 
the reinstatement of early fears in older children, adolescents and adults (Menzies and 
Clarke, 1995: cited in Merckelbachet al, 1996b).
This model allows for the development of fear on first experience of the object or event and 
in the absence of any traumatic link. It does not however, describe the mechanisms 
underlying poor and/or efficient habituation. Demonstration of specific links between the 
method of acquisition and stimuli of evolutionary relevance would also provide greater 
support for this theory. Merckelbach et al (1996) also note that the idea of non-specific stress 
provoking a return of developmental fears should actually result in a far greater prevalence of 
phobias than is actually seen as many children and adults experience aversive life events and 
stress at different periods throughout their lives.
Latent inhibition
The models reviewed above have been developed to explain how and why phobias develop in 
a variety of circumstances, drawing mainly upon classical and operant conditioning theories 
in both cause and maintenance of the anxiety problem. None are sufficient on their own and 
they all have difficulty explaining why only a small number of those who experience trauma 
actually develop phobic anxiety. In response to observations of the low incidence of 
childhood phobias in comparison to higher rates of traumatic events, Rachman (1991) 
proposed the phenomenon of latent inhibition to describe how prior non-aversive experiences
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with a stimulus may inhibit the development of fear responses should that stimulus become 
involved in a trauma experience. In other words, numerous benign experiences will 
outweigh the effect of one aversive experience.
Experiments that have failed to condition fear responses to familiar stimuli never previously 
linked with an aversive experience, provide some support for the idea of ‘protection’ (Booth, 
Siddle and Bond, 1989). This may account for the apparently greater resilience of some 
people towards developing a phobia - only 21 of 55 adult survivors of road traffic accidents 
developed a phobia related to driving a car (Kuch et al, 1994). Further prospective studies 
of children exposed to traumatic events are necessary to begin to understand more about the 
development of phobias and to determine whether it is possible to identify any consistent 
factors or circumstances that predict them.
3.1 Behavioural Interventions
Systematic desensitisation
Behavioural interventions have for many years formed the bedrock of phobia treatment with 
adults and children. Both classical and operant conditioning theory and social learning 
theory are utilised in the design of programmes to reduce the anxiety and the avoidance 
behaviours. Systematic desensitisation involves the presentation of the feared stimuli - either 
in imagination or real life, in the presence of other stimuli that elicit a response that is 
incompatible with fear (King and Ollendick, 1997). The phobic response is inhibited by this 
other response - usually relaxation is used to compete with the fear. In preparation for this 
presentation many different fear-provoking aspects of the stimuli are identified and then 
graded in order from least feared to most. The client works through this graded hierarchy, 
using relaxation to inhibit the fear response and moving up to the next stage only when the 
present one can be experienced without anxiety.
Ollendick and King (1998) recently reviewed empirically supported treatments of children’s 
specific phobias and concluded that systematic desensitisation (in vivo and imaginal) could 
be considered ‘probably efficacious’ after examining the outcomes achieved in four 
controlled group studies in which children assigned to either of these conditions achieved 
greater improvement compared to the no-treatment controls (Kondas, 1967; Mann and 
Rosenthal, 1969; Barabasz, 1973; Miller, Barrett, Hampe et al, 1972, cited in Ollendick and 
King, 1998). It is noted however, that young children often have difficulty acquiring the
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relaxation response and imagining the stimuli clearly enough to be effective, thus in vivo 
desensitisation tends to be used with this age group (Kissel, 1972; Rosenstiel & Scott, 1977).
Another limitation to drawing conclusions from these studies may be the length of time that 
has passed since their inception - the criteria for diagnosis of a specific phobia has changed 
with time and thus one cannot be sure that comparison with today’s clinical populations 
would be based on a similar grounds. Nevertheless, systematic desensitisation has produced 
consistent changes over these studies. The ‘probably efficacious’ status was awarded 
because of the findings that although more effective than ‘no treatment’ it was not 
consistently more effective than other alternative treatments such as modelling, which also 
received a ‘probably efficacious’ award from these authors.
Contingency management
A further behavioural intervention - ‘reinforced practice’, based on operant conditioning and 
in particular principles of positive reinforcement, earned ‘well-established’ status from 
Ollendick and King (1998) as it has been demonstrated more effective than ‘no treatment’ 
and ‘verbal coping skills’ and ‘live modelling’. Procedures followed in studies adopting 
contingency management aim to alter behaviour - in this case the phobic response, by 
manipulating its consequences (King and Ollendick, 1997). King and Ollendick (1998) 
describe two studies that have utilised a control group design in testing the efficacy of 
operant principles in treatment of children’s phobias and achieved some success. In one, 
kindergarten children with fears of the dark were provided with eight session in which they 
practiced staying in a darkened room with feedback and reinforcement provided (Leitenberg 
and Callahan, 1973, cited in King and Ollendick, 1997). Compared to their matched 
controls, these children were able to tolerate longer periods in the dark at the end of 
treatment.
There has been some suggestion that intervention should parallel acquisition of the phobia 
and in devising the three pathway theory, Rachman tried to link each pathway to a particular 
intervention method - a directly conditioned fear should be treated through 
counterconditioning; vicarious conditioned fears should respond to the modelling of non­
phobic behaviour and fears acquired via verbal information should be reduced in a similar 
manner (Rachman, 1977). Empirical investigation of these links has so far failed to produce 
results that would support the idea that treatment should be linked to the method of 
acquisition (Merckelbach et al, 1996).
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Emotive Imagery
Emotive imagery is a variant of systematic desensitisation that has been developed 
specifically for use with children with severe fears and phobias (King, Molloy, Heyne et al, 
1998). It is based upon the same principle of reciprocal inhibition but instead of training the 
child in relaxation procedures the therapist assists the child to engage in a story that evokes 
strong, positive affect in the child and this acts to inhibit anxiety as he/she works through the 
items of their graded hierarchy (King et al, 1998).
A number of case studies and have reported the effectiveness of this intervention strategy 
(Lazarus and Abramovitz, 1962; Jackson and King, 1981; King, Cranstoun and Josephs, 
1989, cited in King et al, 1998). A recent control group study found significantly greater 
reduction in darkness fears and anxiety for the experimental group of 12 children aged 
between 7 and 10 years (Cornwall, Spence and Schotte, 1996, cited in King et al 1998). King 
et al (1998) state that these early findings of the efficacy of emotive imagery are encouraging 
and require further research. They also raise the possibility that emotive imagery could be 
considered a form of cognitive restructuring because the story created should provide the 
child with a sense of mastery and empowerment. This issue is addressed further in 
discussion below concerning the nature of exposure.
3 3  Cognitive-behavioural theories
As one begins to examine the wide range of circumstances in which phobias do and do not 
develop, so theoretical approaches start to increasingly draw upon individual differences 
between people. The individual differences outlined in some behavioural theories identify 
differences in people’s habituation tendencies or in their personal histories as the factor that 
differentiates between those who develop phobias and those who do not. Factors such as 
these may indeed contribute to aetiology of phobias, but none are particularly easy to test or 
to change as part of treatment.
Cognitive behavioural accounts of phobia development and maintenance explicitly consider 
cognition to hold a primary mediational role between environmental events and the 
individual’s response (Kendall and Gosch, 1994) and account for individual differences in a 
manner more open to examination. The reinforcing properties of anxiety reduction are 
considered significant in maintaining the avoidance behaviours ancf ultimately the phobic 
response itself. Emotional disorders are postulated to arise from the individual’s
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interpretation of events - in anxiety problems this tends to be predominantly threat-oriented, 
with over-estimations of danger and under-estimations of coping abilities contributing to the 
maintenance of the disorder (Wells, 1997).
The individual interpretation of an event is guided by the beliefs that have developed 
throughout the individual’s personal life experience. Anxiety results from the reactivation of 
threat-orientated schema - mental representations that were formed in childhood during a 
threatening and/or stressful experience - these schemas contain dysfunctional assumptions 
that the world is threatening and dangerous and these beliefs underpin the threat-laden 
interpretations made by the anxious individual (Beck, Emery and Greenberg, 1985). 
Individual differences in the development of phobias can be accounted for by differences 
within each person’s cognitive schema, although like direct conditioning models, this 
account relies upon the occurrence of an aversive experience at some point in the person’s 
life.
Cognitive biases
Most research into cognitive models of anxiety has been conducted with adult populations, 
but studies with children suggest that they hold similar threat-oriented beliefs and engage in 
similar dysfunctional thinking processes as those observed in anxious adults (King et al, 
1988). In examination of the maintaining factors identified by cognitive behavioural theory, 
Dalgleish & Watts (1990) demonstrated that phobic participants display dysfunctional 
attentional biases using a procedure based upon the Stroop task in which participants are 
required to name the colour the word is printed in rather than the word itself. This study 
revealed participants to identify the colour of threatening words more slowly than that of 
neutral words. Impaired judgemental processes were concluded to be associated with 
specific phobia when phobic participants consistently over-estimated the association between 
phobic stimuli and aversive outcomes (Tomarken, Mineka and Cook, 1989; Tomarken, 
Sutton and Mineka, 1995, cited in Merckelbach et al, 1996).
3.4 Cognitive behavioural interventions
Cognitive behavioural interventions for specific phobias utilise behavioural strategies and 
add a cognitive component - the aim being to alter distorted perceptions, thoughts, images 
and beliefs through verbal self instruction procedures, combined with behavioural 
experiments designed to feedback positive achievements as evidence to challenge negative,
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threat dominated beliefs (Ollendick and King, 1998). Studies have examined the 
effectiveness of positive self-instructional strategies alone as well as the combination of self 
instruction with relaxation, pleasant imagery and parental support (Kanfer, Karoly and 
Newman, 1975; Graziano and Mooney, 1980) Both strategies proved more effective at 
reducing fears than no-treattnent and neutral self-talk.
A randomized clinical trial comparing ‘operant conditioning’ strategies (contingency 
management, shaping, positive reinforcement), ‘cognitive self control’ procedures (self­
observation, self-talk, self-evaluation and self-reward) and ‘education support’ (provision of 
a broad range of information about phobias including summaries of major theoretical 
approaches and interventions) with children with a primary diagnosis of simple phobia (using 
DSM IIIR criteria), aimed to determine the efficacy of each approach relative to the others 
(Silverman, Kurtines, Weems et al, 1999). All three experimental conditions involved the 
parents of the children and were administered in similar ways throughout the programme. 
This study also incorporated a waiting list control.
The authors of this study were surprised to find that all three conditions achieved clinically 
significant change on measures of anxiety, depression, fear and severity. In choosing 
between operant or cognitive procedures in clinical practice, Silverman and her colleagues 
conclude that clinicians should consider the practical and clinical needs of the context in 
which the intervention is to be implemented - perhaps the age and cognitive abilities of the 
child would also influence the type of strategy selected. They also considered that the 
demonstrated effectiveness of the ‘education support’ condition provided evidence to 
challenge the long-standing assumption held by many supporters of behavioural 
interventions that exposure is essential to the treatment of phobias (cf. King et al 1988).
“What constitutes exposure?” is a question asked by King et al (1988). Some argue that 
cognitive strategies and educational information involve indirect exposure - thoughts and 
images of the feared object or event are the focus of much discussion and planning (Boyd 
and Levis, 1983, cited in King et al 1988) and thus studies using these procedures cannot say 
they are not using exposure. Studies that try to compare exposure based intervention with a 
non-exposure strategy run into difficulties when trying to define exposure and its opposite, as 
the Silverman et al study demonstrated with the clinically significant reduction in phobic 
anxiety achieved by those who simply received information. It is not clear what the children
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and parents in this group did with the material provided to them and it is possible that they 
conducted their own exposure programmes informed by the theories described.
4. Conclusion
When examining the different theoretical perspectives of the aetiology of children’s phobias 
it is not possible to conclude that any particular one is the right one. Each approach accounts 
for different aspects i.e. the development of a phobia following trauma or development in the 
absence of trauma. Many of the theories proposed seem intuitively right - the evolutionary 
view of a predisposition seems to fit with the evidence of limited categories of ‘dangerous’ 
stimuli but empirical tests fail to provide strong support. The same is true of the links 
hypothesized to exist between the pathway to acquiring a phobia and the optimal type of 
treatment - but it seems that one cannot simply ‘undo’ what has gone before. It is possible 
the phobia’s development and maintenance are dependent upon different factors and thus 
returning to the method of acquisition will not impact in any significant way.
Francis and Beidel (1995) believe that the publishing of individual child case studies have 
resulted in many researchers and clinicians assuming that these are sufficient to prove the 
efficacy of interventions originally designed for the adult clinical population, now being 
applied to children. They argue that this assumption is made in error and identify the need 
for well controlled clinical trials with larger numbers of children from clinical populations. 
Longitudinal studies have also been hampered by the alteration of the diagnostic criteria that 
occurred with the revisions of DSM III, IIIR and IV (APA, 1980,1987,1994).
As the evidence stands at the present time it is not possible to specify which intervention is 
the most effective. The most that can be concluded is that exposure of some kind appears to 
be a key component of successful treatment, but whether this is achieved through in vivo 
exposure or through cognitive means may depend upon the developmental level of the child. 
Systematic desensitisation and emotive imagery are considered ethically sound, have high 
face validity and tend to receive parental support (King and Ollendick, 1997). In clinical 
practice it is likely that the clinical psychologist will draw on elements of different 
approaches informed by the evidence available, in a manner that best meets the individual 
needs of the child and his/her family circumstances.
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How do psychological models influence models of inpatient care for people with severe 
mental illness? What evidence is there that the influence of these models on inpatient 
care is beneficial?
1. Introduction
The idea for this paper arose out of the author’s specialist placement on an acute adult 
inpatient ward in a long time closing psychiatric hospital. The hospital itself is a large 
Victorian building of the type known as ‘water-tower’ presumably because of the very tall 
tower that is visible on the approach into the city. On entering the hospital at the beginning 
of clinical training in 1998, the author encountered numerous people sitting and laying down 
in the corridors. Some appeared not to notice anyone, others watched as people walked 
quickly past in the execution of their daily tasks. At the time I wondered why the long and 
draughty corridors were more attractive than the wards and I felt somewhat nervous as I also 
walked quickly by.
Returning 2 years later to learn more about the problems that precipitate admission and to 
join the team providing this inpatient care, the corridors are virtually empty of people. Now 
in the final stages of closure, less than 60 people reside in the old buildings, although many 
more come for eight hours a day, five days a week. Both the staff and the patients await 
transfer to new, modern facilities. Only the ‘acute wards’ remain open; these feel 
intimidating on entry, they lack comfort, privacy and occupation beyond newspapers, tv and 
snooker. Some people talk of feeling bored, some pace restlessly up and down, some sit 
watching the door or the television for hours each day, a few remain in bed despite efforts by 
staff to entice them into the daily life of the ward and hospital.
More questions formed; what was the purpose of coming to an inpatient facility when ‘the 
illness’ was deemed to derive from the mind rather than the body? What is the role of a 
hospital in caring for people with problems stemming from the processes of thinking, feeling 
or acting, either in relation to themselves or towards others. Was there a book identifying 
‘what works for whom’ for inpatients (cf. Roth and Fonagy, 1996)? Were there different 
theories identifying the ideal elements of care? And what psychological models could I, as a 
trainee clinical psychologist, draw upon? What role does Psychology play within inpatient 
mental health services?
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This paper will not answer all these questions. It will concentrate upon inpatient services 
provided for working age adults and will not examine any forensic services. In section 2 the 
definition of severe mental illness will be discussed. Section 3 will present models of 
inpatient services that have been influenced by different psychological theories. However, 
finding examples and evaluation reports was more difficult than anticipated; literature 
searches of psychological, nursing and medical databases revealed few complete 
psychological models of inpatient mental health care. Some reports of service development 
do identify the theoretical perspective or approach adopted in working with their target 
population (eg. Killaspy, Dalton, McNicholas, et al 2000), but many focus on other 
dimensions of service provision, for example, diagnoses, length of stay, cost per episode, 
outcome and patient satisfaction (eg. Boardman, Hodgson, Lewis, et al 1999). Consequently, 
rather than examine how a particular service has incorporated a psychological model within 
its design and delivery of care, this section will outline the services that have arisen out of 
different psychological theory. The conclusion will evaluate the strengths and weaknesses of 
these models, evaluating the issues and evidence that supports their implementation together 
with factors that might mitigate against their use in the modern NHS.
2. Defining severe mental illness
The term ‘severe or serious mental illness’ is often replaced by that of ‘serious mental health 
problem’ in an attempt to remove the implications carried by the word illness, namely that it 
has a clear underlying physical pathology, that it may be treated and subsequently cured, and 
that people who have these illnesses are patients and may be relieved of their daily 
responsibilities whilst relying on others to make them better (Perkins and Repper, 1998). 
Perkins and Repper (1998) believe that this way of construing health problems is only useful 
if it is a temporary state and it comprises only one part of the individual’s identity. 
Highlighting the huge differences in the characteristics and experiences of those deemed to 
have severe/serious mental illness, Perkins and Repper (1998) believe the language of 
disability to be far more useful as “it removes the dependency of the patient status and 
introduces the concept of agency (they may receive help, but at the bottom line a person has 
to rebuild their own life)” (p 15).
This way of identifying the longer term problems experienced by those labelled seriously 
mentally ill, carries with it the idea that there is no total cure. It implies that the individual 
must find a way to live life within the constraints of the disabilities caused by their specific 
problems, i.e. concentration problems, fluctuating mental state or mood, unusual ideas and/or
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experiences, and by the social world in which they live, ie. the prejudice and exclusion that is 
typically experienced. Those with physical disabilities expect to participate in society with 
the support of aids and adaptations, Perkins and Repper (1998) argue that the same should 
occur for those ‘disabled’ by serious mental health problems - a term that they use as a 
shorthand way of referring to people who “are seriously socially disabled as a consequence 
of their cognitive and emotional difficulties.” (Perkins and Repper, 1998).
Alongside this debate over the meaning and influence of the type of language used, there 
have been many attempts to identify the criteria of severe mental illness in order to direct the 
finite pool of resources available towards these people who are deemed most vulnerable 
(Powell &  Slade, 1996). After surveying the definitions of severe mental illness used by 
nineteen local authority and health services in the UK, Powell and Slade (1996) identified 
five dimensions common to most of these service definitions. These dimensions were 
recommended in ‘Building Bridges’ (Department of Health, 1995) as providing a framework 
to support the development of local service agreements of what constitutes severe mental 
illness. Both the Department of Health (1995) and Powell and Slade (1996) believe it to be 
impossible to impose a national definition as resources need to be targeted flexibly in a 
manner relevant to local conditions. The five dimensions, known by the acronym SIDDD, 
are listed below:
Table 1. Dimensions of a definition of severe mental illness
5 SAFETY has four components:
• Unintentional self-harm, e.g. self-neglect
• Intentional self-harm
• safety of others
• abuse by others, e.g. physical, sexual, emotional, financial
[ INFORMAL AND FORMAL CARE has two components:
• help from informal carers, including friends and relatives;
• help from formal services, such as day centres, paid staff, voluntary services, hospital admissions, medication 
and detention under the Mental Health Act
! DIAGNOSIS may include:
• psychotic illness
• dementia
• severe neurotic illness
• personality disorder
• developmental disorder
[ DISABILITY with impaired ability to function effectively in the community, which may include problems wHh:
• employment and recreation
• personal care
• domestic skills
• interpersonal relationships
| DURATION of any of the.above, for periods which vary between six months and more than two years : ; . a »
from: Building Bridges (Department of Health, 1995) p. 12
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The numerous characteristics to be considered within the SIDDD framework illustrate 
Perkins and Repper’s point about the diversity of problems experienced by people with 
serious mental illness. The flexibility offered may be as much of a disadvantage as it is an 
advantage when it comes to prioritising different aspects of need, and use of the term ‘may 
include’ in the diagnosis and disability sections allows things to be excluded as well as 
included. Given that there are also political, social and financial dimensions to the care of 
those with serious mental health problems, it is also likely that in some circumstances, 
certain features will be given more weight than others. This may be appropriate when 
considering safety, but there is also the danger of excluding the ‘invisible’ people and 
including those whose behaviour is visible and different.
There has also been much controversy around the diagnosis of ‘personality disorder’ and 
whether this should be considered and treated alongside other mental health problems. Here, 
language again affects how one conceptualises the problem - if severe mental illness is 
conceived of as serious social disability arising from cognitive and emotional difficulties (cf. 
Perkins and Repper, 1998) then personality disorder is more likely to be included than if the 
illness aspect is dominant and with it the expectation that a physical pathology underlies the 
symptoms that can then be cured by an expert other.
The purpose of trying to define severe or serious mental illness here is to describe the 
population for whom inpatient services are provided, and from this description identify 
significant features, perhaps in terms of individual needs or disabilities that the service must 
provide for in some way. It seems that there is no specific or detailed description to be 
considered in the same way that the problem of one individual, family or defined group of 
people may be diagnosed, conceptualised, hypothesised or formulated. Those whose 
problems are perceived to fall under the umbrella term ‘severe mental illness’ have 
difficulties that are multiple and complex, they are socially disabled and disadvantaged as a 
result of problems in cognitive and emotional functioning, and these difficulties are long­
term, unlikely to ever fully abate. These problems may manifest themselves in different 
ways - perhaps in the form of psychosis or Asperger’s Syndrome (as an example of the 
developmental disorder identified in the SIDDD framework), but none of the features 
identified suggest an a priori need for inpatient care. Admission tends to occur when the 
behaviour of the person experiencing these difficulties has reached a level of disturbance that 
means that he/she can no longer function safely within their usual environment.
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3. Inpatient services developed from specific psychological theory 
The psychodynamic approach
Five principles drawn from object relations theory, self-psychology and group analysis are 
identified by Haigh (1999) as the quintessential ingredients of a holding, healing and 
empowering psychosocial environment. Haigh (1999) believes they represent the 
developmental sequence that takes place in all individuals between birth and adulthood, and 
that their reconstruction in the therapeutic environment is the key to the development of a 
sense of self in relation to others. Table 2 outlines these five principles identified by Haigh 
(1999) which are further elaborated below.
Table 2. Principles underlying a therapeutic community
. •  Therapeutic Community Principles
Origin in developmental , .Culture in a therapeutic - Structure in a therapeutic
Theoretical principle . . sequence community - community
Attachment The primary bond, losses 
as growth
Belonging Referral, joining, leaving
Containment Maternal and paternal 
holding
Safety Support, rules, boundaries
Communication Play,speech, others as 
separate
Openness Groups, ethos, visitors
Involvement Finding place amongst 
others
Living-learning Community meeting: 
agenda and structure
Agency Establishing self as seat of 
action
Empowerment Votes, decision, seniority
Adapted from The quintessence of a therapeutic environment (Haigh, 1999) p.257
The concept of attachment developed by Bowlby (1969) refers to the emotional bond that 
develops between baby and caregiver as the baby experiences the separation and loss that 
initially occurs as a result of his/her ejection from the womb and that continues as life 
proceeds. It is through the successful endurance of loss that the attachment bond becomes 
secure. If the attachment is not secure for the infant, then the emotional development of the 
individual will be deficient. Disturbances of this nature often lead to later diagnoses of 
personality disorder as the person struggles to cope with relationships where attachment is 
sought but is also strongly feared (Haigh, 1999).
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Within the principles of the therapeutic communities the first task is the reconstruction of a 
secure attachment from which the individual can work to change his/her beliefs about people 
and relationships. The sense of belonging to a community brings with it responsibilities. 
Conflicts soon arise that are then played out on the public stage of the community. The 
practicalities of joining and leaving are seen as vitally important in influencing how 
prospective members feel about attaching to the community and consequently these are 
attended to carefully by all community members, both staff and residents alike.
The therapeutic community also provides a culture that can tolerate severe disturbance and 
accept violent emotions, an experience that is considered likely to be novel for many people 
who expect to receive hostility, rejection and isolation. The holding of these powerful 
emotions is enabled by rules, boundaries and support. The aim is for this external support 
and containment to be internalised by the person as a result of his/her own experience of 
being held.
As the third developmental task, communication is the way contact with others is made and 
meaning is found. Communication is said to occur only when attachment and containment 
are .securely in place and individuals have developed a sense of confidence in the 
community’s acceptance of what they have to say. The culture of openness seeks to 
encourage the sharing of thoughts and the opportunity for enquiry. Things usually left unsaid 
are scrutinised and questioned as staff and residents are encouraged to become inquisitive. 
Individual therapy is believed unhelpful and in its place stable, dependable groups with clear 
boundaries of time and space, confidentiality and expectations are created.
Involvement and agency are considered principles specific to therapeutic communities in 
contrast to the former three which can be found in other forms of psychotherapy (Haigh, 
1999). The living-learning environment (Jones, 1968) implies that all that happens in the 
community may be seen as therapeutic - every interaction is valuable experience and forms 
the material of therapy. The traditional hierarchy of inpatient and outpatient health care is 
challenged by the belief that anybody in the community might have something valuable to 
contribute. Members are perceived as having ‘agency’ and authority is fluid and negotiated. 
Responsibility within specified limits is shared. The therapeutic community supports the 
development of both types of culture - living-learning and empowering, through the 
community meetings where decisions are made and responsibility discussed and shared.
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All of these principles and the way that they are applied within the therapeutic community 
seem very different to the traditional workings of a hospital in which the professionals are 
the experts and the patients receive the treatment. It is not an easy option, as most 
therapeutic communities demand residents live within the community for 12 months, 
although some allow residents to return home at weekends. As a result, in the NHS this 
approach tends to be offered by specialist services organised around the type of problem 
experienced by the individual, for example, services for people labelled as having personality 
disorder or substance misuse problems (Kennard, 1998a). There have been some projects 
that have attempted to run an acute admissions ward along the lines of a therapeutic 
community (e.g. Pullen, 1982; Sugarman, 1968, cited in Kennard, 1998a) with emphasis 
placed on patient involvement and community meetings, whilst also continuing to use 
medication and ECT, but these are no longer in existence. Kennard (1998b) describes the 
recent revival of the therapeutic community that has occurred in the last decade and ascribes 
this renewed interest to the publication of evidence to demonstrate the effectiveness of this 
approach (e.g. Dolan, Warren, Menzies, et al 1996; Cullen, Jones and Woodward, 1997; 
Reed, 1994).
An adaptation of the therapeutic community approach was the focus of a randomised 
controlled trial conducted at a Psychotherapy Unit forming part of general psychiatric 
services (Bateman and Fonagy, 1999). This study compared the effectiveness of 
psychoanalytically oriented partial hospitalisation with that of standard outpatient psychiatric 
treatment for people with borderline personality disorder. Partial hospitalisation meant day­
time attendance only and it continued to utilise general psychiatric inpatient services as 
necessary and appropriate. The treatment offered to each group is summarised in table 3 
below.
This study found that incidents of self harm and suicide attempts significantly decreased over 
the course of treatment in the partially hospitalised experimental group, and by the end of the 
18-month treatment period the number of individuals no longer self harming was 
significantly greater in this group than in the standard outpatient treatment group (Bateman 
and Fonagy, 1999). On self-report measures (Speilberger State-Trait Anxiety Inventory, 
Beck Depression Inventory and the SCL-90-R) reductions in scores were recorded over the 
treatment period for the partially hospitalised group but remained at unchanged in the control 
group. Many of the changes observed in the experimental group did not take place until after
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the first six to twelve months which Bateman and Fonagy (1999) believe indicates the need 
for longer treatment for this client group.
Table 3. Treatment offered to the experimental and control group in the
randomised controlled study conducted by Bateman and Fonagy (1999)
Psychoanalytically oriented partial hospitalisation group 
(Spread over 5 days)
Standard outpatient psychiatric treatment group
1. Once weekly individual psychoanalytic 
psychotherapy
2. Three times a week group analytic psychotherapy (1 
hour each)
3. Once weekly expressive therapy oriented toward 
psychodrama techniques (1 hour)
4. A weekly community meeting (1 hour)
5. Meeting with the case administrator once a month
6. Medication review with resident psychiatrist (once a 
month)
7. Informal patient-staff contact was organised in 
accordance with the psychoanalytic model of 
borderline personality disorder as a disorder of 
attachment, separation tolerance and the capacity to 
think about oneself in relation to others
1. Regular psychiatric review with a senior psychiatrist 
when necessary (mean = twice per month)
2. Inpatient admission as appropriate
3. Outpatient and community follow-up (fortnightly 
visits from CPN)
Initial types and doses of medication were the same for both groups
This study was limited in that there were only 19 participants in each group from an initial 
referral group of sixty that met standardized criteria for borderline personality disorder 
(Structured Clinical Interview for DSM IIIR (American Psychiatric Association, 1987) and 
the Diagnostic Interview for Borderline Patients (Gunderson, Kolb and Austin, 1981)) and 
did not exhibit symptoms meeting DSM IIIR criteria for schizophrenia, bipolar disorder, 
substance misuse or mental impairment. However, it was a randomised controlled trial and it 
demonstrated that the principles of the therapeutic community approach could be effectively 
applied to a day setting and result in a reduction of the behaviours that are most dangerous to 
the well being of the person concerned. By the end of the 18 month period the frequency and 
length of inpatient admissions for the group undertaking the psychoanalytically oriented 
treatment was also significantly less, at an average of 4 days per 6 month period per person 
compared to the average of 22 days in the control group. Bateman and Fonagy conclude that 
“Partial hospitalisation seems a promising, possibly cheaper, alternative to both specialist 
inpatient and general psychiatric treatment.” (p 1569).
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4. Cognitive Models
Inpatient units guided by the principles of cognitive therapy (CT) seem to be less popular in 
the UK than in the US where Aaron Beck himself is reported to take a personal interest in the 
development of the numerous inpatient services seeking to follow the CT approach (Wright, 
1996). At the centre of CT lies the basic assumption that people’s interpretations of their 
experiences are hypotheses or beliefs rather than facts. These interpretations stem from core 
beliefs about the world that developed as a result of the individual’s early experiences within 
that world. These beliefs, and the assumptions and thoughts that stem from them, may be 
more or less helpful in achieving individual goals and surviving the demands of 
contemporary living. Emotional disorders are said to develop when people persistently hold 
unrealistic or negative beliefs about themselves or their experiences (Trower, Casey and 
Dryden, 1988).
Cognitive therapy entails identifying the negative thoughts and the dysfunction assumptions 
from which they originate and embarking on a collaborative investigation with the therapist, 
of the validity of the evidence supporting the individual’s interpretation. This investigation 
is carried out through tasks such as questioning the evidence and examining its alternatives, 
education, strategies for combating the dominance of the themes identified and behaviour 
experiments aimed at generating the alternative evidence (Wells, 1997). Cognitive therapy 
for inpatients makes use of all of these procedures although modifications are made to suit 
the person’s ability and state of mind at the time - those who have been admitted into a unit 
or ward are generally perceived to have more severe symptoms, be more likely to have had 
major stressful life events and/or disturbances in interpersonal relationships than those who 
undertake therapy as outpatients (Wright, 1996).
Wright and Davis (1993) identified nine defining features of inpatient cognitive therapy 
programmes outlined in Table 4 overleaf. The final feature is interesting in that it 
acknowledges the ideas of the therapeutic communities and considers them consistent with 
the CT approach. Other similarities are also apparent, for example, the importance of theory 
guiding the intervention offered, the establishment of relationships and the need for 
productive occupation. The aim of relapse prevention in CT may be compared to the target 
of the internalization of support in the therapeutic community. There are also differences, for 
instance in the duration - in the therapeutic community approach the aim is to re-experience 
relationships differently and use this knowledge to strengthen and repair the sense of self, a
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process considered to require time and so the inpatient stay is organised around this need for 
time and space. Cognitive therapy is modified to fit within the time constraints of the 
inpatient episode - generally desired by most of those involved, including patients, providers 
and purchasers, to be as short as possible. Furthermore, whilst both approaches could be said 
to have an educational element, in CT the emphasis seems to fall on teaching, whilst in the 
therapeutic community the patients and staff learn from personal experience of the events 
and situations that arise.
Blackburn (1989) identifies a number of problems encountered in conducting CT with 
inpatients in hospital units and wards in the UK where the model of delivery tends to follow 
an ‘add-on’ model in which cognitive therapy is delivered as a treatment offered alongside 
various others. Constraints and restrictions not usually experienced in outpatient work are 
considered to stem from the ward environment, the reduced activities available and low 
demands upon the patient (Blackburn, 1989). She also states that there is great need to 
develop good communication with the ward staff to prevent the patient from becoming 
confused by the many different models of intervention encountered and to identify the role to 
be played by staff. Shorter, more frequent individual sessions are usually necessary and a 
rationale for CT that encompasses the role of medication and hospitalisation is considered to 
be helpful in preventing patients feeling that this is the last resort or that CT has previously 
been withheld.
Table 4. Defining features of cognitive therapy inpatient programmes
Feature
Treatment is based on specific cognitive theories
The collaborative nature of CT stimulates good working relationships between patients, members of 
the treatment team and family members
The structured format of CT helps organize the unit in a productive manner
The problem-oriented, short-term CT is useful for hospitalised patients who are attempting to improve 
as quickly as possible and resume occupational and social functioning
The proven effectiveness of cognitive therapy provides patients with hope for significant improvement 
during the hospital stay
CT is integrated with biological psychiatry in clinical practice 
Psychoeducational methods are used extensively 
Relapse prevention is a major focus of treatment
Significant contributions from earlier models of inpatient therapy, including the therapeutic 
community, are adapted for use in the treatment milieu, e.g group therapies, community meetings and 
unit governance procedures.
from: Inpatient Cognitive Therapy (Wright, 1996), p  209
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Blackburn (1989) provides a case study of a cognitive therapy undertaken with a depressed 
woman during her admission to hospital. The initial assessment was conducted over two 
sessions within the first week of her admission. The following 24 sessions took place on a 
daily basis with breaks for weekends and each lasted about 30 minutes. The patient was 
discharged after 8 weeks in hospital and continued out-patient cognitive therapy for a further 
15 sessions. The rating scores all showed decreases between the time of admission and 
discharge that were maintained three years later, although the continued outpatient work was 
likely to have also affected this continued wellness.
Wright (1996) discusses some of the problems involved in controlling for other factors in 
research studies, thus making it difficult to determine the specific effects of cognitive 
therapy. Research trials have been limited to trials of the effectivene s of individual or group 
cognitive therapy when added to other treatments. Wright cites three controlled trials of 
inpatient cognitive therapy in which two studies failed to show significant gains by the 
experimental groups over the controls at the time of discharge (DeJong, Treiber and Henrich, 
1986; Miller, Norman, Keitner, et al 1989). The third study found that patients receiving 
combined psychotherapy and medication had significantly lower scores on the Beck 
Depression Inventory than those receiving medication alone or medication plus relaxation 
training (Bowers, 1990). Wright (1996) notes the need for further research of the 
effectiveness of cognitive therapy with inpatients. It may be useful to examine different 
client groups as there is some evidence to support the effectiveness of inpatient CT as an 
adjunct to standard care with people with acute non-affective psychosis (Drury, Birchwood, 
Cochrane and Macmillan, 1996).
5. Behavioural approaches to inpatient services
The most well known model of inpatient care to be developed from the principles of 
behaviour therapy is the token economy (TE), first described by Ayllon and Azrin (1965; 
1968), and then elaborated upon by Paul and Lentz (1977) in a six year study of the 
implementation of a token economy in a ward for people with chronic schizophrenia. The 
TE programme is based upon the operant conditioning principles of positive and negative 
reinforcement, punishment, response cost and extinction, and it uses tokens paired with 
social approval to reinforce desired behaviours. These tokens may then be exchanged for 
other items and privileges (Salzinger, 1981). The aim of a token economy is to increase the 
behaviours deemed socially acceptable and decrease those that are not. For example, in
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western society there is a basic expectation that individuals will be clean, will interact 
appropriately with others, will work and care for themselves and will refrain from violent and 
unacceptable behaviours (Salzinger, 1981). For those with long-term mental health problems 
these are some of the behaviours that deteriorate over time and often bring them into contact 
with inpatient and outpatient services. This approach does not at any stage consider the 
possible original causes of the person’s problems - these are deemed to have little relevance 
in determining the useful reinforcers that will shape the desired behaviours.
Interestingly, Paul and Lentz (1977) compared their token economy ward with one run as a 
therapeutic community as well as a routine hospital treatment ward. Both experimental 
wards reduced the ‘symptomatic’ behaviour of the patients and both were able to discharge 
some who had been in hospital for up to seventeen years into community placements 
(Davison and Neale, 1990). A further ten per cent of those in the TE programme went on to 
independent living as did seven per cent of the therapeutic community participants. 
However, the token economy was concluded to be superior to the therapeutic community in 
terms of the patients’ functioning within the hospital and in its efficiency and cost- 
effectiveness of staffing (Salzinger, 1981). Paul and Lentz (1977; cited in Davison and 
Neale, 1990) claimed that this approach did not ‘cure’ these people of schizophrenia but it 
enabled them to live outside the hospital and participate at varying levels in community life.
There have been many criticisms of token economies based on concerns about the control 
exerted over people’s behaviour, the re-creation of an “achievement-oriented, money- 
dominated society” (Davison and Neale, 1990, p544) that hospitals may be seen as 
supposedly providing relief from and the concern that they place monetary value on 
relationships and create expectations of a predictable world when in fact tolerating 
uncertainty is a more realistic goal (Gagnon and Davison, 1976; cited in Davison and Neale, 
1990). The concern about control is interesting for one could direct this criticism at all 
mental health care - inherent in all interventions is the goal to control behaviour, either 
control of oneself or control by another agent, for example a medication to reduce anxiety, 
depression or psychotic symptoms.
The evidence suggests that token economies are effective in ward management; Lepage 
(1999) reports a significant reduction in negative events following the introduction of a token 
economy to a 24 bed acute care unit (from 129 events to 73 measured over two 4-month 
periods). The negative events included staff and patient injuries, unauthorised absence and
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emergency medication. Dickerson, Ringel, Parente, et al (1994) concluded that the system of 
positive incentives offered within a TE facilitates functional, non-aggressive behaviour. This 
was based on their experience of the application of the programme with 120 inpatients with 
chronic schizophrenia. Corrigan (1997) argues that behavioural interventions of this kind 
empower people with severe mental illness by defining the parameters in which decisions 
can be made and helping the person to acquire more helpful behaviours. There does seem to 
be much contemporary support for token economies in environments where people’s 
unpredictable behaviour may be dangerous to themselves and others, leading to the creation 
of a less than therapeutic environment. Perhaps some form of external control is necessary 
before more therapeutic interventions can be applied.
6. Conclusions
The inpatient services presented in each of the sections above illustrate the diversity that 
exists in the application of psychological models within the mental health service. 
According to the publications reviewed here, it appears that the strength with which these 
psychological models are embraced by services is akin to ‘all or nothing’. It also seems that 
the specific theoretical model adopted is influenced as much by the position and 
professional/personal leanings of the people working in the services, as it may be by the 
evidence of outcome studies. It does appear possible to identify a theoretical approach that is 
useful in providing an effective inpatient service for people with certain kinds of problems. 
For example, Bateman and Fonagy’s (1999) study showed that their psychoanalytically 
oriented partial hospitalisation achieved significant improvement gains over the traditional 
hospital treatment for people with a diagnosis of borderline personality disorder. Those with 
long term schizophrenia can be supported in regaining many skills and abilities through 
token economy programmes (cf. Paul and Lentz, 1977) and violent and aggressive 
behaviours can be reduced.
One common characteristic between these two quite different theoretical models is that they 
are implemented over a relatively long period of time. Those trying to apply cognitive 
therapy models do so within the constraints of the usual workings of the inpatient unit to 
which they are attached. Thus the less promising outcomes may be due to the unsuitability 
of the environment in which the CT is applied, or perhaps these studies add to the evidence 
that suggests CT is effective with mild and moderate depression but less so with severe
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depression when measured at the point of discharge (Blackburn et al, 1981; Miller, Norman 
and Keitner, 1989).
In many ways the therapeutic community approach and the token economy seem to be the 
ideal model that most ‘real-life’ services cannot hope to emulate, and certainly the inpatient 
therapeutic communities that currently exist are specialist, national services. It is probably 
more realistic to consider the role of a clinical psychologist within an inpatient mental health 
service and examine how psychological models may be used in different aspects of his/her 
work with both patients and staff. Goldstein (2001) provides a breakdown of this role in 
relation to a psychiatric intensive care unit and the tasks he identifies would seem to be 
useful in any inpatient setting.
Table 5The role and functions of a psychologist in an inpatient setting
j. • Provide a psychological assessment of patients: ' /  A'">\ .-A.'.' „7;'A\A
Delineating the link between.the patient's current admission and their life history ,, ’ ; ' ^
i >\ - Forming a deyeiopmental history of the patient , - ,v j  - /' \  . /
A , ' , - Provide a description of the underlying personality structure of the patient J: 1 ;
• ■" Provide an assessment of the patient’s family and sociai dynamics y \ \  " v;-AA VU* |
i • Providepsychotherapeuticinput to patients '/ .A:.' VA'A.A'AA A l[-\' <\ A-Vl '
I *; ‘ Providestaff support (supervisipnandtraining)^ f AA 'AA; A _ '■ A  \"A /  V, S'- ;
A* Contribute toward activities (ward, rounds, staff groups) A- ! A . , A . ; \
-■ A A A  A ' A  ' A* ' -  A , : /  A  A ’ A A  - - v ' A / - . ' _ ; \  AV-  A<;?A
Research studies; , ' " ■ / A  A, A'--' ' ; A; \  • A_,' A -  ■ A, ■' ; ' ' '  ’ A-\ a
from Psychological approaches to the acute patient (Goldstein, 2001) p  94
This list of tasks does not preclude or prescribe any particular theoretical perspective to be 
utilised in the undertaking of the work. Dunn and Parry (1997) provide an example of their 
work with mental health services in which they provide the staff team with a way of 
understanding the behaviour of the client and themselves and in doing so strengthen the 
team’s ability to work effectively. Dunn and Parry (1997) draw upon Cognitive Analytic 
Therapy (Ryle, 1990) in their particular formulation, but it is possible to see that any 
psychological perspective could be utilised in this way and the ultimate selection may be 
informed by the current evidence base supporting its application to the specific problem 
under examination. In this way the role of the psychologist is stronger because he or she is 
able to present the model that best fits with the experience of the patient and that can be 
understood and used by the staff.
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Dunn and Parry (1997) note the difficulties staff teams encounter in trying to work within a 
theoretical framework that they have not been trained in. Again the specialist services are 
fortunate in that they can provide training in their adopted model. For the more generic 
inpatient services a multitude of models may be required to meet the needs of the vastly 
different people that may be inpatients at any one time. The skill of the psychologist lies in 
their ability to share this information with staff and patients in a way that is useful and 
beneficial but measuring these benefits appears to be a much more difficult task.
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Clinical Dossier
CLINICAL DOSSIER
OVERVIEW
This section contains an overview of the clinical experience gained during the 
course and brief summaries of the five clinical case reports submitted. Full 
details of the case reports, as well as placement contract, log books of clinical 
experience and placement evaluation forms can be found in volume 2 of the 
portfolio. This is held within the Psychology Department of the University of 
Surrey due to the confidential nature of the information it contains.
Please note that all client names and identifiers in this section have been 
changed to preserve anonymity.
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CORE A DULT M ENTAL HEALTH PLACEM ENT
PLACEMENT DETAILS
Dates: 14th October 1998 -  2nd April 1999
Supervisor(s): Fiona Will (Clinical Psychologist) and Dr Peggy Easton (Clinical 
Psychologist)
NHS Trust: Sussex Weald and Downs NHS Trust (formerly known as Chichester Priority
Care NHS Trust)
Base(s): Psychology Department, Graylingwell Hospital, 9 College Lane, Chichester,
West Sussex
Summary of Experience
This placement provided valuable experience of working within a cognitive behavioural 
perspective with a variety of adult mental health problems in the context of an outpatient 
psychology department. Clinical work comprised of assessment for treatment interviews, 
psychometric assessment, short-term interventions with specific mental health problems and 
neuropsychological assessment. A major aspect of the placement was the co-facilitation two 
groups based upon cognitive behavioural theory. These were an anger management course 
for people with severe and enduring mental health problems living in low-secure 
accommodation and an anxiety management group for outpatient clients. Both groups 
enabled me to observe and experience the difficulties and benefits of group work for clients 
with very different needs.
Clinical skills and experience
Experience was gained of a range of presenting problems including anxiety, depression, 
obsessive compulsive disorder, psychosexual problems and relationship difficulties, anger 
management problems, cognitive impairment and eating disorder. A variety of assessment 
procedures were used including WAIS-R, NART-R, AMIPB, BAI, BDI, Modified Token 
Test, Graded Word Test, Definition Naming Test, Meta-cognitions Questionnaire, Anxious 
Thoughts Inventory, Anger rating scales and questionnaires.
Meetings, seminars, visits and research
I attended monthly Psychology Department and Adult Mental Health Psychology meetings 
and case presentations I visited a medium secure unit run by a private organisation and 
attended a multi-disciplinary ward round held within the Rehab and Continuing Care Service.
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My service related research project ‘A review of referrals to an adult mental health 
psychology service’ was devised and data collection started during this placement.
I attended a one-day workshop on ‘Cognitive Behavioural Therapy for Psychosis’ led by 
David Fowler, organised by BABCP.
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SUMMARY OF THE ADULT MENTAL HEALTH CASE REPORT 
Assessment and treatment of obsessive-compulsive disorder in a female client 
Main Presenting Problem
Mrs Smith was referred to .the Clinical Psychology Department by a Consultant Psychiatrist 
who had diagnosed her to be suffering from an obsessive-compulsive disorder (OCD) and 
prescribed anti-depressant medication for her low mood. Mrs Smith’s compulsive checking 
behaviours had become problematic and interfered significantly with her daily life for about 1 
year prior to this first time referral to the Mental Health Services.
Assessment Procedure
• Assessment for treatment interview, drawing on the cognitive model of obsessive- 
compulsive disorder (Salkovskis, 1985, 1996) and DSM IV diagnostic criteria for 
obsessive compulsive disorder.
• Psychometric tests: General Health Questionnaire (GHQ 28), Maudsley Obsessive 
Compulsive Inventory (MOCI), Beck Anxiety Inventory (BAI)
Formulation
The cognitive model of OCD (Salkovskis, 1996) provided the theoretical framework from 
which the formulation was developed. Mrs. Smith was perceived as interpreting her intrusive 
thoughts as indicating a need for her to take action to prevent harm from befalling her. The 
‘belief’ that her checking rituals provided this protection was maintained by the ‘evidence’ 
that nothing bad happened whilst she was able to perform these behaviors. In a slight contrast 
to the Salkovskis model, Mrs. Smith did not believe that taking no action implied that she was 
willing harm upon herself, instead she perceived resisting the urge to check as increasing the 
likelihood that harm would occur, thus increasing her intrusive thoughts.
Intervention
Following the assessment, the formulation was shared with Mrs Smith and therapeutic goals 
were set. The cognitive-behavioural intervention simultaneously focused on reducing Mrs 
Smith’s neutralising behaviours (her checking routines) and managing the intrusive thoughts 
that increased whenever she tried to resist the urge to check. An exposure and response 
prevention programme and anxiety education and management comprised the first stage. 
Belief modification, cognitive restructuring and further behavioural experiments to challenge
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her beliefs and fears enabled Mrs Smith to develop an alternative account of her problem. 
The final stage encompassed a review and the creation of relapse prevention plan.
Outcome
After 10 sessions spanning six months, Mrs Smith appeared to have overcome her 
compulsions to check and was no longer concerned by intrusive thoughts. All three of Mrs 
Smith’s goals were achieved and her psychometric test scores fell to within the normal range. 
Mrs Smith reviewed her own progress and reflected that she had regained a ‘normal’ life.
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CORE PEO PLE W ITH LEARNING DISABILITIES PLACEM ENT  
PLACEMENT DETAILS
Dates: 21st April 1999 -  1st October 1999
Supervisor(s): Helen Overend (Clinical Psychologist) and Chris Jacobson (Clinical 
Psychologist
NHS Trust: Sussex Weald and Downs NHS Trust
Base(s): Community Team for People with Learning Disabilities, Martyn Long
Centre, 78 Crawley Road, Horsham, West Sussex
Summary of Experience
Experience was gained in this placement of working from a behavioural, cognitive, 
developmental and neuropsychological perspective in the context of a learning disability 
community team. Work with team members and staff groups enabled me to develop 
consultation skills. Clinical experience involved working with people with mild, moderate 
and severe learning disabilities in settings that included residential accommodation, special 
schools, day services and a family centre
Clinical skills and experience
This placement enabled me to further develop my knowledge of behavioural assessment and 
intervention (including functional analysis), gain experience of running a group informed by 
psychodynamic principles for people with mild learning disabilities and enhance my 
neuropsychological assessment skills and understanding. Clinical work was undertaken with 
clients and services around problems that included challenging behaviour, autism and severe 
learning disability, loss, transition and change, dementia and relationship difficulties. I 
learned to adapt cognitive behavioural approaches to the needs of the client and undertook a 
range of observational assessments including participating in an assessment of the parenting 
skills of a young mother with learning disabilities. Experience was gained in a variety of 
assessment procedures including the WAIS III, Family Relations Test, Raven’s Progressive 
Matrices, Dementia Questionnaire and direct observations.
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Meetings, seminars, visits and research
I attended weekly community team meetings with the multi-disciplinary team and visited 
NHS and Social Services Day Service Centres. I visited two special schools (residential and 
day) and private and social services residential accommodation. I joined a multi-disciplinary 
group planning a piece of action research to evaluate the effectiveness of a communication 
package with the Trust’s residential accommodation service and devised the method of 
statistical analysis of the data to be collected. I contributed to part of a workshop concerning 
the use of the WAIS III. My service related research project within the adult mental health 
service of my previous placement came to completion during this placement and I presented 
my findings to the Psychology Department in Chichester.
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SUMMARY OF THE PEOPLE WITH LEARNING DISABILITIES CASE REPORT
Interventions with a staff group supporting an adolescent with learning disabilities 
following her move from a residential school to an adult placement
Main Presenting Problem
Jane was referred to the Community Team for People with Learning Disabilities by her GP 
who described Jane as displaying aggressive behaviour following her recent home move.
Assessment Procedure
The principles of applied behaviour analysis provided a framework for the information 
gathered during the assessment. Information was gathered from the following sources:
• Consultation with the Community Nurse, the Home Manager and Staff, Jane’s Social 
Worker and the Team Leader of her previous residential accommodation.
Observation of Jane in interactions with staff and communal activities.
Review of ‘Incident Report Forms’ devised and completed by staff and the daily diary 
relating to Jane’s activities.
Formulation
Developmental theory informed the conceptualisation of Jane’s experiences and behaviours as 
consistent with adolescence. Jane’s reaction to the many changes that had occurred were 
perceived as normal reactions to change and the consequential losses involved in this 
transition from routine dominated by school to one concerned with activities consistent with 
young adulthood. The lack of knowledge and skills of the staff group were considered within 
the context of a service that had failed to recognise their needs and act accordingly. The 
framework developed by Hastings, Remington and Hatton (1995) to understand the factors 
that influence staff behaviour was used to identify the focus for intervention and the 
characteristics of the organisation, the staff and the individual were integrated in a dynamic 
model of staff performance that highlighted the targets for intervention.
Intervention
Meetings and workshops were held with the staff team and management of the residential 
service. Service systems, structures and expectations were modified and the need for 
significant staff training and support identified. Workshops focused on providing staff with 
an understanding of Jane’s behaviours and with shifting the belief in a need to control Jane to
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one of providing her with support. Positive approaches were developed and subsumed within 
protocols to guide the staff in working with Jane and in managing difficult and emotionally 
demanding situations that would inevitably arise in the course of daily life.
Outcome
Changes were monitored by continued visits to the residential service. The changes to the 
service systems enabled better communication between all staff and all residents and the 
management recognised the need to provide training to better equip inexperienced staff. 
During the period of intervention, numerous staff resigned and the subsequent recruitment 
plan aimed to redress the imbalance of experience and age of the staff team.
The remaining staff became more proactive in their interactions, having previously become 
withdrawn and often only reactive to Jane’s demands. They began to examine the impact of 
different aspects of the residential service and their own behaviours.
Jane was reported to be participating in more activities and was willing to engage in new 
ventures. In the seven-week period following the start of the intervention only one aggressive 
incident had been reported. This was a drastic reduction in comparison to the 22 major 
incidents reported in the 16 weeks leading up to this time.
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CORE CHILD, ADOLESCENT AND FAM ILY PLACEM ENT  
PLACEMENT DETAILS
Dates: 13th October 1999 -  24,h March 2000
Supervisor(s): Carmel Jennings (Clinical Child Psychologist)
NHS Trust: Sussex Weald and Downs NHS Trust
Base(s): Child and Adolescent Mental Health Team, Orchard House, 9 College Lane,
Chichester, West Sussex
Summary of Experience
This placement provided experience of working with children and families using behavioural, 
developmental, psychodynamic, systemic and neuropsychological approaches within the 
context of a child and adolescent mental health team. Clinical experience included work with 
children with developmental and mental health problems. This placement provided me with 
an introduction to psychodynamic and systemic perspectives of problems that develop within 
families and enabled me to expand my neuropsychological assessment knowledge and skills 
to incorporate the assessment of problems such as Asperger’s Syndrome and cognitive 
impairment in younger children.
Clinical skills and experience
Experience was gained in working with children with a variety of presenting problems 
including: attachment disorders, simple phobias, Asperger’s syndrome, eating disorders, 
learning difficulties, depression, behavioural difficulties, divorce, trauma, acquired brain 
injury and learning difficulties. Often this work involved gathering information from a 
variety of sources including the parents and schools. I learned to feedback the findings of my 
work to parents and children in a manner that was sensitive to their needs and understanding. 
I conducted a number of school observations of children in order to gather evidence to 
develop a formulation of their presenting difficulties. Experience was gained in a variety of 
assessment procedures including BAS-II, WISC-III, RBMT for children, WORD, WOND, 
WOLD and the Children’s Depression Inventory.
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Meetings, seminars, visits and research
I attended a child protection conference and other meetings with social workers to review 
progress of a case involving children in foster care. I visited a nursery, infant and junior 
school and a special school to meet with teachers to discuss clients and observe children in 
their normal daily activity. I presented the assessment findings to a head teacher and class 
teacher and discussed the strategies to adopt in order to support the child in class. I attended a 
multi-disciplinary ward round on the children’s ward of the general hospital.
During the course of this placement I attended two half-day workshops on Post Traumatic 
Stress and Critical Incident Debriefing, a presentation on the Mental Health Act changes and 
two-monthly family therapy training meetings. My major research project proposal was 
developed and submitted for ethics committee approval during this time.
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SUMMARY OF THE CHILDREN, ADOLESCENTS AND FAMILIES CASE REPORT
A neuropsychological assessment of a 9 year old boy following inter-cerebral 
haemorrhage
Main Presenting Problem
Jack was referred to the Child and Adolescent Mental Health Service by his GP following 
concerns about Jack’s frequent forgetfulness, short attention span and a general lowering of 
his level of academic functioning in class. Jack had previously had two cerebral 
haemorrhages at the age of 4 and 7 years and had undergone surgery to prevent further 
problems one year prior to the referral.
Assessment Procedure
Jack’s developmental, medical and social histories were assessed to determine whether there 
was a need for cognitive assessment. This led to the development of a question to guide the 
assessment. Essentially the aim was to tease out the numerous influences upon Jack’s present 
behaviour and try to answer the question, “Were Jack’s difficulties in the class room the result 
of cognitive impairment due to organic brain damage?” The following tests were 
administered:
• WISCIIIUK
• Wechsler Objective Reading, Numerical and Language Dimensions
• Children’s Depression Inventory
• Rivermead Behavioural Memory Test for Children
• Self-Description Questionnaire
• British Ability Scales (2nd Ed.) -  ‘Recall of Objects (Immediate and Delayed)’ 
Formulation
The absence of a pre-morbid cognitive assessment and Jack’s young age at the time of the 
first haemorrhage meant that only tentative conclusions could be drawn. However, Jack’s 
cognitive difficulties (evidenced by WISC III UK scores within the Borderline range and 
commensurate WORD, WOND and WOLD scores), emotional, social and behavioural 
problems were consistent with findings reported in the literature describing brain injury in 
children and the delayed manifestation of the impact of the damage. Jack’s low mood and 
low self-esteem was considered the consequence of his decreased abilities and poor social 
position with his peers and were impacting upon his motivation and interest. In addition, Jack
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had experienced the loss of close relationships with his grandparents and was particularly 
sensitive to the previous conflict between his parents as they struggled to develop a co­
parenting relationship after divorcing a few years earlier.
Intervention
The results of the assessment were shared with Jack’s mother and, with her permission, with 
Jack’s class and head teacher. Jack’s support needs were considered appropriate for 
intervention by the Educational Psychologist and recommendation was made that Jack be 
considered for a statement of special needs in order that this support be secured. Discussions 
were held, and subsequently referrals were made, to the Consultant Psychiatrist within 
CAMHS for assessment and monitoring of Jack’s mood, and to the Play Therapist for 
assessment to determine whether Jack might benefit from intervention allowing him to 
express his anxieties and process his experience of loss.
Outcome
Reports of the assessment were provided to Jack’s parents, school and the Educational 
Psychology Service. Jack’s case was handed on to another clinical psychologist within 
CAMHS to provide a point of contact for those to whom referrals and reports had been sent 
after the trainee finished the placement.
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CORE OLDER ADULT PLACEM ENT  
PLACEMENT DETAILS
Dates: 12th April 2000 - 29,h September 2000
Supervisor(s): drs Corrie Meesters (Clinical Psychologist)
NHS Trust: Worthing Priority Care NHS Trust
Base(s): Clinical Psychology Service for Older Adults, Birchfield and the Ridings,
Southlands Hospital, Shoreham-by-Sea, West Sussex
Summary of Experience
This placement provided valuable experience of working with older adults within the context 
of an outpatient psychology service and as a member of community mental health team. I 
enjoyed the opportunity to consider lifespan issues and to further develop my skills and 
understanding of cognitive therapy and neuropsychological assessment. In a joint project 
with an Occupational Therapist, I developed and piloted a memory skills group with people 
with memoiy problems referred by the Consultant Psychiatrist in one locality. I also devised 
and led a workshop for home carers focused on developing a wider understanding of the 
factors underlying ‘difficult behaviour’.
Clinical skills and experience
Experience was gained in working with a variety of presenting problems pertinent to older 
adults including; dementia, depression, anxiety, alcohol problems, relationship difficulties, 
memory difficulties and losses incurred through health problems. I co-facilitated a memory 
skills group with an Occupation Therapist and carried out all the joint assessments of people 
referred to the group. Experience was gained in a variety of assessment procedures including 
WAIS III, NART-R, MEAMS, RBMT, Warrington Recognition Test, BADS, BDI and BAI.
Meetings, seminars, visits and research
I attended monthly Psychology Department Meetings and community team meetings which 
incorporated the clinical review of people admitted to the inpatient units for assessment of 
functional problems (i.e. depression, anxiety). I attended a meeting fo learn more about the 
role of the Alzheimer’s Society and met with carers to learn of their experiences of caring for
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relatives with dementia. I accompanied a CPN for a day as he visited clients in their homes 
and residential accommodation and met with a GP to discuss problems experienced by a 
client.
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SUMMARY OF THE OLDER ADULT CASE REPORT
A brief cognitive intervention to mobilise the personal coping strategies of an older 
client after a fall
Main Presenting Problem
Mrs.. M was referred to the Clinical Psychology Services for Older Adults by her GP three 
years after a fall outside her home where she had broken her ankle and both elbows. The GP 
perceived this event to have had significant impact upon her confidence in her ability to walk 
unaided. Since that time Mrs.. M’s activities and life style had become increasingly 
restricted.
Assessment procedure
Assessment for treatment interview, drawing upon the cognitive model of anxiety, during 
which Mrs.. M and her husband recounted the events that had taken place and Mrs.. M 
reflected upon the beliefs underlying the anxiety she felt when contemplating engaging in any 
activity outside her home.
Formulation
The residual effects of Mrs.. M’s physical injuries appeared to be exacerbated by her adverse 
experience in hospital where her restricted ability to attend to her own needs had elicited 
feelings of helplessness. This experience precipitated the development of anxiety concerning 
her personal safety and well-being, and challenged her previous confidence in the hospital’s 
ability to respond to her needs whenever she was ill. Feeling let down, Mrs.. M became 
determined to avoid any further need for hospital care and began to keep herself safe from this 
possibility by never walking anywhere alone and eventually began to avoid any activity that 
could be potentially hazardous. As time went on and Mrs.. M became more socially isolated, 
so she began to experience low mood and low self-esteem.
Intervention
The intervention was broadly based upon a cognitive-behavioural model of anxiety and 
depression. Behavioural experiments provided challenges to fearful beliefs and the 
identification of negative automatic thoughts and cognitive distortions enabled Mrs.. M to 
determine how she had become entrapped within a downward spiral of reduced activity, low 
mood and high anxiety. In addition, the initial sessions were devoted to supporting Mrs.. M
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in retelling the story of her fall and hospitalization with an explicit focus upon the expression 
and recognition of her feelings, past and present. This was in line with Knight’s (1992) 
identification of the ventilation of emotion as a useful approach when working with older 
adults who have experienced stress over a long period of time. The aim was to help Mrs.. M 
to emotionally process the traumatic experience of the hospital (cf. Foa & Rothbaum 1998).
Outcome
The changes that occurred over the six sessions were assessed by Mrs.. M’s self-report and by 
her presentation during the sessions. With each session Mrs.. M appeared to grow stronger, 
she was able to laugh at situations she had encountered and began to describe the needs of the 
friends and neighbours she had visited, demonstrating that her focus had switched from her 
own helpless state back to that of helping others and that she was resuming her social 
activities.
Mrs.. M reviewed her own progress and wondered at the state she had found herself in just 
prior to attending the first assessment meeting. She spoke with sadness of her realisation that 
she would never be as strong as she had once been, but she felt she could now work around 
the problems and with them, rather than giving up and hiding away. It seemed that the goals 
of reducing her helplessness and increasing her own problem-solving attitude had been 
achieved. Mrs.. M’s mistrust of the hospital remained and she continued to feel wary about 
the possible effect of any future hospital treatment but thought that this could be dealt with if 
and when the time arose. Mrs.. M was determined that she was not going to allow this worry 
to influence her life any longer. Mrs.. M’s low mood and helplessness had much improved at 
this stage. The therapy was ended earlier than had been anticipated but in accordance with 
Mrs. M’s wishes.
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SPECIALIST FAM ILY THERAPY PLACEM ENT  
PLACEMENT DETAILS
Dates: 13,h October 2000 -  9th August 2001
Supervisor(s): Graham Lee (Family Therapist) and Jane Beal (Clinical Psychologist)
NHS Trust: Worthing Priority Care NHS Trust
Base(s): Child and Adolescent Mental Health Team, 6 Southey Road, Worthing and
Psychology Department, 16 Liverpool Gardens, Worthing, West Sussex
Summary of Experience
This placement provided me with an excellent experience of working with families from a 
systemic family therapy perspective. I worked as a member of a family therapy team that 
provided services for families with complex problems (Tier 3) and individually with my 
supervising performing the role of the reflective team with families with less severe problems 
(Tier 2). I also gained experience in providing professional consultation from a systemic 
perspective and developed an awareness of the importance of attending to the families 
previous relationships with health and social services and other agencies that become 
involved when families experience difficulties. This placement was carried out over the 
course of eleven months, running alongside my other specialist (acute adult inpatient) 
placement thus enabling me observe change in families over time.
Clinical skills and experience
I developed skills in assessment, formulation and intervention using family systems theory, 
drawing mainly on Structural, Milan and Post Milan models. I worked as lead therapist to 
four families with presenting problems involving behavioural difficulties and attention deficit 
disorder, parental illness and separation and divorce, violence within the family and 
difficulties in relationships across three generations. I worked as a member of the observing 
and reflecting team for families with problems including depression, suicidal behaviour, 
difficulties in parenting, children in foster care, aggressive and violent behaviour, separation 
and divorce and behavioural difficulties. The focus of this placement was entirely on the 
development of therapeutic knowledge and skills and the experience of live supervision for 
every session enabled me to develop and enhance my skills over the course of the placement.
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Meetings, organisational work and research
I attended weekly family therapy clinics were the team met to discuss referrals and review 
cases as well as to provide therapy to families. The team was a new development within the 
Child and Adolescent Mental Health Service when I joined in October 2000, and 
consequently I became involved in the organisation of the team’s routines and procedures and 
attended the away-day held to discuss the team’s progress in May 2001. I also attended 
monthly Psychology Department Meetings.
My major research was completed during this placement.
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SUMMARY OF THE SPECIALIST FAMILY THERAPY CASE REPORT
Family reconstruction following divorce -  the use of systemic family therapy to create a 
context for this to begin.
This case report aims to reflect the structure and principles of the Milan-systemic approach to 
family therapy. Consequently it thus differs from the approach previously used by the author 
to write up pieces of clinical work where imposing a linear structure has sometimes obscured 
the recurring processes of supposition, theory creation, inquiry and feedback that occurred in 
the course of the work with the client. These processes are central to family therapy 
interventions and the organization of this report attempts to capture this fundamentaLquality_ 
of systemic work.
Theoretical context
The basic principle underpinning family therapy is that patterns of interaction between 
people, and in particular within families, contribute significantly to the difficulties 
experienced by an individual member (Jones, 1993). Symptoms of one individual are 
perceived simply as manifestations of the way the system is functioning and not as signs of 
individual pathology. Therapy therefore, is directed toward the whole family system.
Family’s are conceptualised as creating their rules, traditions and rituals that often remain 
unspoken, but frequently exert powerful influence upon members’ behaviors. Difficulties 
emerge when these rules cease to be useful in their current situation (Tomm, 1984) and 
families may appear to become ‘stuck’ at a transition point in their life cycle, restrained by 
implicit rules. Premised on the assumption that the family holds the solutions to its 
difficulties within its own organization (Burnham and Harris, 1988), therapy aims to 
introduce difference into their belief system in order to free up the family to reorganize itself. 
Change is triggered through the introduction of clarity into confused systems and confusion 
into systems characterised by rigid and inflexible beliefs (Burnham and Harris, 1988).
The family therapy team
The team consisted of the author - a trainee clinical psychologist, and supervisor, a family 
therapist employed by the Child and Adolescent Mental Health Service (CAMHS). The 
supervisor performed the role of the ‘reflecting team’ and shared his thoughts and 
observations with the author and family during each of the family sessions.
The family and their presenting difficulties
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The team learned that two youngest children of four and their mother (Mrs. Nichols) had been 
seen by the Clinical Assistant (doctor) at the request of their GP, following the mother’s 
severe illness and surgery (June 1999) and the subsequent break-down of the parents’ 
marriage in January 2000. The eldest of the two, had attempted suicide on two occasions 
(pre-June 2000) and had also cut herself in the presence of her mother. The younger 
daughter, Katie, was refusing to sleep alone and demanding a member of the family escort her 
to and from her classroom as she feared being ‘snatched’ by her father. The eldest, Gemma 
had maintained limited contact with her father whilst Katie was refusing to see him at all. 
Both were described as upset by their father ‘ranting on’ and by his desire that they meet with 
his new partner.
Mr. Nichols was said to be angry at the girls’ refusal to comply with his request and was 
persistent in his demands that they accept his new relationship.
The family meetings
The meetings focused on different aspects of the loss and pain incurred by all the family in 
the wake of the parents’ divorce. The changes required relationships to be renegotiated and 
trust be reestablished, with an explicit recognition of the need for all members to grieve the 
losses and develop a new internalised model of their family’s structure and function. One of 
the early themes to emerge was the disconnection of the family members, and through the 
sessions they began to recognise how each of them had become isolated in their own distress, 
fearful of being overwhelmed by a need to resolve each other’s pain. Experience of talking 
about their feelings during the sessions provided evidence to challenge these beliefs.
Mr. Nichols was identified as a key element in the family system and the focus of much 
confusion as the three female family members experienced his behaviour as unpredictable. 
Mr. Nichols attended one meeting with the team alone and shared his view of the family’s 
situation. Mr. Nichols expressed his unwillingness to join Mrs. Nichols, Gemma and Katie in 
considering how they could renegotiate their interactions and relationships.
Outcome
Evaluating change was a constant feature of the family sessions as individuals were 
repeatedly invited to comment on themselves and others, and to observe what was different 
and what remained the same. At the end of the period of work, differences in the behaviors
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and expressed beliefs were seen to indicate movement in the family’s rules of engagement. 
The main objective of introducing difference into the family system was deemed underway.
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SPE C IA L IST  A C U T E  A D U LT PSY C H IA T R IC  IN PA T IE N T S P L A C E M E N T  
PLACEMENT DETAILS
Dates: 12th October 2000 -  28th September 2001
Supervisor(s): Dr Brian Solts (Clinical Psychologist)
NHS Trust: Sussex Weald and Downs NHS Trust
Base(s): Centurion Mental Health Centre, 9 College Lane, Chichester, West Sussex
Summary of Experience
This placement has provided an excellent opportunity to extend my knowledge of severe 
mental health problems and develop my skills in providing brief interventions and facilitating 
an open, unstructured group for inpatients and consultation to staff teams. I learned more 
about psychodynamic and systemic approaches to organizations in understanding the 
problems experienced by patients and staff. I observed and experienced the difficulties that 
result from major changes within an organization and drew on psychoanalytic theory to 
understand the anxiety this created in staff. This placement was carried out over 1 year 
during which time I also embarked upon my other specialist placement (Family Therapy). 
This longer duration provided me with an extended view of the work involved in providing a 
Clinical Psychology Service to an inpatient psychiatric unit and enabled me to observe how 
patients may become entrenched within mental health services.
Clinical skills and experience
Direct work with patients was mainly based upon cognitive therapy with psychoanalytic and 
system principles informing the formulation. The range of presenting problems included; 
anxiety (generalised and health anxieties), depression, substance misuse, self harm and 
suicidal behaviours, often seen within the context of difficult relationships and personality 
disorders and childhood abuse. In the development and co-facilitation of a group based upon 
psychodynamic approaches, my knowledge and skills in group work were extended. This 
placement also offered me the opportunity to provide supervision to nursing staff co- 
facilitating this group and regular consultation to a home treatment team to provide a 
psychological perspective of the patients they were supporting at home. I carried out a 
cognitive assessment of a client admitted to clarify her intellectual strengths and weaknesses 
and provide an alternative explanation of behaviour perceived as indicating psychosis.
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Meetings, seminars, visits and research
I attended weekly community meetings held with staff and patients to discuss the running of 
the ward and daily handovers with nursing staff. I visited a unit providing more secure 
accommodation for people with severe mental health problems and another inpatient 
psychiatric unit. With my supervisor I conducted a teaching session based around one client 
for staff of the home treatment team. My major research project has been completed during 
this placement.
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RESEARCH DOSSIER
OVERVIEW
This section includes the service related research project completed on 
placement in Year 1, the literature review  completed in year 2, and the major 
research project completed in Year 3.
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A review of referrals to an 
Adult Mental Health Psychology Service
July 1999 
Year 1
Service Related Research Project
Abstract
Title
A review of referrals to an Adult Mental Health (AMH) Psychology Service 
Objective
To identify the number and origins of referrals received by the AMH service over two 
consecutive 12-month periods and to examine a random sample (25%) of the case notes to 
determine the nature and range of problems referred. The information obtained will inform 
audit targets and service planning.
Design
A retrospective analysis of all referrals received and recorded as part of the activity data 
collated by service members and maintained by the Information Services Department. 
Twenty-five per cent of the referrals originating from each GP practice in the district formed 
a random sample of case notes. This sample provided data regarding the administration and 
recording of client information, communication between referrers and psychologists and the 
nature of the problems clients presented.
Setting
The Adult Mental Health Psychology Service of Sussex Weald and Downs NHS Trust based 
in Chichester, West Sussex.
Main Outcome Measures
• Analysis of the number and origins of referrals received by the AMH Psychology 
Department.
• Availability of required data.
• Analysis of the range of different problems referred.
Results
690 and 662 referrals were received during the two 12-month periods up to 31st August 
1998. GP referrals comprised the largest referring group. Referral rates were influenced by 
the type of service provided. Depression was the most frequently referred problem whilst 
anxiety was the most frequent problem found on assessment. Referrers and assessors agreed 
on the primary problems in fifty nine per cent of cases.
122
Service Related Research Project
Contents Page number
Acknowledgements 124
1. Introduction 125
1.1 Aims of the project 126
2. Method 126
2.1 The sample 126
2.2 Materials and Procedure 127
2.3 Design 127
3. Results 128
4. Discussion 139
4.1 Summary of main findings 139
4.2 Methodological limitations 139
4.3 Issues & limitations 140
5. References 142
6. Appendices 143
123
Service Related Research Project
Acknowledgements
Gratitude is extended to Fiona Will and Emma Dunmore for their support and guidance 
throughout the execution of the research project; to Sue Spooner for providing all the names 
of people who ‘might knpw’ and to Neil Bain in Information Services Department for 
providing the report on which all the analysis is based.
In addition I would like to thank everyone in the Psychology Department at Chichester for 
their co-operation, interest and their encouragement of me to ‘keep going’!
124
Service Related Research Project
1. Introduction
Recent reforms brought about by The Health Act 1999 have made audit and service 
evaluation a compulsory activity; psychology departments need to know what services are 
provided to whom and how effective they are at bringing about positive change. Forever 
present in the NHS is the need to provide value for money -  emphasis is placed on providing 
a clinically effective service using whatever budget is available. The aim of every service is 
to ensure that resources are applied in a manner that achieves optimum clinical and cost 
effectiveness (Roth and Fonagy, 1997).
Despite the benefits to be gained from clinical audit, there are reports of a general reluctance 
by clinical psychologists to participate, attributed by some to the complexity of the 
endeavour and the demands it places upon time (Hill, Evers, Thomas et al 1999). Roth and 
Fonagy (1997) identify the differing needs of the clinicians and funders that at times results 
in simplistic matching of diagnosis to treatment and fails to capture the complexity of the 
clinical situation. With audit and evaluation now mandatory for health service departments 
there is a need to continually develop the methods and measures available for the process.
A recent study has used the framework suggested by Berger (1996) to design an audit that 
would improve the department’s understanding of the client population, provide data to 
inform strategic planning, develop links between department members and meet the 
management requirement to undertake clinical audit (Hill et al, 1999). This required the 
participation of all department members and resulted in the achievement of all these goals. 
In addition, the authors comment on the changes in individual beliefs about the value of 
clinical audit.
This review of referrals to an AMH psychology department set out to achieve the first two 
goals -  improving the understanding of the client population and providing data for strategic 
planning. The method of obtaining the information differed however; with all department 
members involved Hill and colleagues were able to gather information from the 
psychologists involved concerning their clients and also obtained the opinions of the clients 
themselves, carers and referrers. This study was confined to information already held -  the 
activity data collected each month by clinicians and the client case notes. This constraint 
upon the design actually provided the opportunity to add in another goal -  determining what
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information was available within the case notes. This would provide information regarding 
record keeping and communication between the service and referrers.
The Adult Mental Health Psychology Service and the Referral Process 
The Chichester Adult Mental Health (AMH) Psychology Service is staffed by Clinical and 
Counselling Psychologists,, and Cognitive Behaviour Therapists. It provides psychological 
services to people aged 16-64yrs deemed to have mental health problems. During the 
periods under examination 4.6 w.t.e. clinicians (including assistant psychologists and 
trainees) provided both primary and secondary care services. Clients were referred by GPs, 
Community Mental Health Team (CMHT) members, Psychiatrists, the General Hospital 
medical, nursing and therapy staff, Dietetics, Social Services and by the client him/herself as 
a self-referral.
The current method of allocating the referral to a therapist was, for the majority of cases^, 
based upon the geographical location of the client’s GP. The Chichester district was divided 
into five geographical sectors. Each member of the psychology service was attached to a 
particular sector and linked to the CMHT within it. He/she received the referrals of clients 
whose GP practice was situated within the sector to which they were attached.
1.1 Aims o f the project
This analysis of referrals will provide basic demographic information on the 1,352 clients 
referred between September 1996 and August 1998, together with identification of the 
number and location of the referrers. Examination of the types of problems referred and the 
availability of information in one quarter of the case notes related to referrals received during 
the latter 12 month period will provide a foundation on which further research can be based, 
audit standards can be devised and will also inform future service and resource planning.
2. Method
2.1 The sample
Stage 1 - review o f all referrals received
1 Som e therapists specialised  in working with particular problem s and on som e occasions clients w ere  
passed on irrespective o f  the sector. In addition, the therapy groups run within the department, i.e . 
anxiety managem ent groups, took clients from  all sectors and at the end o f  the group therapy the client 
w as referred back to the assessing therapist for a review  o f  his/her further needs.
126
Service Related Research Project
In 1996-97 690 referrals were recorded by the AMH service and 662 referrals were recorded 
in 1997-98. The name, gender, date of birth, GP practice and referring agent of each person 
referred were identified for the purposes of the study.
Stage 2 - the random sample
Case notes were retrieved for a sample of clients selected at random who had been referred to 
the AMH Psychology Service between 1/9/97 and 31/8/98. This yielded a total of 160 clients 
(106 females, 53 males and 1 couple) and amounted to 24.2% of the total referrals received 
during this period. Details of the proportion of case notes examined from each sector can be 
found in Appendix 1. This sample included both open and closed cases, in-patients and out­
patients.
Sector composition
Every GP Practice within the Chichester district was situated within one of five sectors. The 
boundaries of those sectors have altered over the last few years and different GP practices 
have come under different sectors at various times. The current sector boundaries as they are 
identified by the Psychology Department were used to collate the information gathered (see 
Appendix 2).
2.2 Materials and Procedure -  data collection
Discussion during a psychology department meeting identified the key variables for data 
collection for each stage of the study. Of interest were the gender, age and location of the 
clients, the profession and location of the referrers, the types of problems referred and the 
degree of concordance between the opinions of the referrers and the assessing clinicians. 
Basic demographic information relating to clients and referrers was collected during the first 
stage of the study and included all 1352 referrals. A data recording sheet was designed based 
upon this discussion to collect the data required; this was used to examine the 25% sample of 
case notes (see Appendix 3).
The random sample examination focused only upon information contained within the referral 
letter, assessment report and discharge letter. The language used by the author of the letter or 
report was copied as closely as possible; a word or brief phrase was extracted that described 
the problem. The aim was to avoid any interpretation by the researcher by using only the 
information as it was written. The omission of information within a letter/report or of the 
letter or report itself was recorded.
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2.3 Design o f  the project
The design was divided into two stages; the first stage collated the number of referrals 
received from each referring agent within each sector over two 12 month periods (1.9.96 to 
31.8.97 and 1.9.97 to 31.8.98). This enabled comparison between sectors and GP practices in 
terms of the number of clients referred and provided basic demographic information about 
this population. It also enabled the identification of any high frequency referrers and 
highlighted the distribution of referrals across the district.
The second stage of the analysis examined the range of problems referred in case notes 
retrieved for a sample of clients referred to the AMH Psychology service during 1997-98. 
This also provided data about the information both received from and sent to, referrers.
Main outcome measures
• Number, age and gender of clients referred to the AMH Psychology Department from 
each referring group within each sector of the district.
• Analysis of the range of different problems referred within each sector according to the 
questionnaire devised.
• Number of occasions in which the required letter or report was not available.
3. . Results
It is not possible to present all the results due to limited space, so the main findings of each 
stage of the study will be presented:
Table 1 Format of the presentation of results
Section Number Description
1 Who are the clients and where do they come from?
2 Who are the referrers?
Do some referrers refer more than others?
3 The availability of information 
Analysis of problems referred and assessed
Section 1
Who are the clients and where do they come from?
There were 690 referrals made during 1996-97 (290 males and 399 females) and 662 
referrals during 1997-98 (233 males and 428 females). A chi-square test of association 
revealed a significantly higher proportion of females to males in the total number referred 
during each period (Pearson chi-square = 6.35, pc.Ol, df=l). This finding requires further
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1996-97 1997-98
No. of referrals 690 662
Gender Male Female Male Female
290
(42%)
(n =
399
(57.8%)
= 689)
234
(35.3%)
(n =
428
(64.7%)
662)
Age at date of 
referral
Range: 14 -  88yrs 
Mean: 40 yrs 
s.d.: 15.4 (n=685)
Range: 16-81yrs 
Mean 37yrs 
s.d.: 13.4 (n=653)
Male Female Male Female
mean = 39.5yrs 
s.d. = 14.8
mean = 40yrs 
s.d. = 15.8
Mean = 37.4yrs 
s.d. = 12.6
mean = 37yrs 
s.d. = 13.8
Figure 1 shows the distribution of referred clients within each age group. Although the AMH 
Psychology Service provides services for people aged between 16 and 64 years of age, there 
were a number of referrals of clients aged above and below these limits. The largest age group 
in both periods examined was the 26-35 yr group.
Figure 1 Age of clients at date of referral during 1996-97 and 1997-98
1996-97 & 1997-98 Referrals - Ages of clients at date of referral
E 1996-97
<15 16-25 26-35 36-45 46-55 56-65 66-75 76-65 >86yrs
aae arouDS
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The number of referrals organised by the sector in which their GP practice is based is shown in 
Figure 2 below. A chi-square test of association revealed a significant difference between the 
referrals received during 1996-97 and 1997-98 from the Chichester East Sector (Chi East) 
(Pearson chi-square = 17.55, p<05). There was no difference in the number of referrals 
received from the other sectors between 1996-97 and 1997-98.
Figure 2 Number of referrals to the AMH Psychology Service from each 
sector during the time periods examined
250
200
5  150
100
No. of referrals from each sector during 1996-97 & 1997-98 
(referrer not identified)
50 •'4"
B 1995-97 Total 
no. of referrals
01 9 9 7 -9 8  Total 
no. of referrals
3 ESSSt*
'/CC?
Chi West Chi East Bognor East BognorWest
Sector
Midhurst Out of District GP Surgery 
unknown
Closer examination of the referrals of clients from the 5 GP practices contained within the 
Chichester East sector revealed significant increases in the referrals of patients belonging to 
twropractices during 1997-98 (Langley House: Pearson chi-square = 5.26 , p<025, Selsey
Health Centre: Pearson chi-square = 7.23, p<.01) as shown in Figure 3.
The distribution of referrals of patients belonging to all 29 GP practices included within the 5 
sectors of the Chichester District is shown in Figure 4 below. In contrast to the increases in 
referred patients from the two GP practices discussed above, decreases were observed in the 
referrals made during 1997-98 of patients from Midhurst H C and Petworth Surgery.
130
Service Related Research Project
Figure 3 Referrals of patients from Chichester East Sector GP practices 
during 1996-97 & 1997-98
No. of clients referred from each GP Practice within Chichester East sector during 1996-97 & 1997-98
Lavant Road Langley House W estgate Selsey H C Witterings H C
GP practice
Figure 4 Referrals bv GP Practice during 1996-97 & 1997-98 (referrer 
not identified)
No. of clients referred from each GP practice (referrer not identified]
70
60
50
=5 40
2  30
20
10
/ / / ? ¥ /
/ / / . o 'y y  y  y
GP practice B 96-97 a 97-98
Using the number of referrals received by sector during 1997-98, the referral rate per 10,000 
people (aged 16-64yrs) may be calculated as shown in Table 2.
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Table 3 Referral rate per 10,000 residents within each sector
Sector 1997-98 referrals aged 
16-64 yrs
Population Referral rate per 
10,000 residents
Chichester East 190 24,389 77.9 per 10K
Chichester West 93 20,595 45.2 per 10K
Bognor East 145 26,055 55.7 per 10K
Bognor West 72 19,849 36.3 per 10K
Midhurst 106 38,213 27.8 perlOK
Chichester East had the highest referral rate at 77.9 per 10K population. If the referral rate for 
Chichester East is calculated using the 1996-97 referrals (131 referrals aged 16-64), the rate 
drops to 53.1 referrals per 10,000 residents. This increase in 1997-98 is described further in 
Section 2 when the referring groups are examined.
Section 2
Who are the referrers and how many referrals do they make?
Figure 5 Main referring groups
No. of referrals received from each referring group over the two time periods
400
GP refs Cons AMH CPN refs „ Other refs
Referring group
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Figure 5 shows the number of referrals made by the main referring groups. The ‘Cons AMH’ 
group included Consultant Psychiatrists, their Registrars and SHO's. The groups ‘GP refs5 
and ‘CPN refs’ included only those two professions.
It is apparent from Figure 6. that the number of referrals received from those referrers in the 
category ‘Other’ has significantly decreased between the two time periods (Pearson chi square 
= 11 49, p>.01). This group contained a variety of referring agents as Figure 6 shows. The 
only increase between the two years is seen in referrals from ‘clinical psychology’. Decreases 
were observed in referrals from ‘Endocrinology’, ‘GU Med’, Old Age Psychiatry’ and ‘Not 
specified’ during 1997-98 compared to 1996-97.
Figure 6 Other referrers to the AMH Psychology Service during 1996/7 & 1997/8
1996-97 & 1997-98 - ‘Other’ referrers
Referrer
Figure 7 and 8 reveals the difference in the number of primary care (GP) referrals and 
secondary referrals from the CMHTs (Cons AMH and CPN). The increase in the 1997-98 
referrals received from the Chichester East can be seen to result from increases in GP and Cons 
AMH referrals. Chi-square test of association shows the increase in the number o f referrals 
received from these groups in 1997-98 to be statistically significant (Pearson chi-square = 
8.11, p<0.005, df=l).
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Figure 7 1996-97 - Referring groups shown by sector
199S-97 Referring groups within each sector
120 -
B G P
□  Cons AMH100
□  CPN
□  Other•oO
£0
1c m&Cl
ooz 40
—-.24
Chi West Chi East Bognor East Bognor West Midhurst Out of District GP Surgery
unknown
Sector
Figure 8 1996-97 - Referring groups within each sector
1997-98 Referring groups within each sector
'160 -r
EGP
□  Cons AMH
□  CPN
□  Other
Chi West Chi East Bognor East Bognor West Midhurst Out of District GP Surgery
unknown
Sector
Section 3
The availability o f  information
Table 4 summarises the availability of information from the sample of 160 case notes from the 
Chichester East and West, Bognor East and Midhurst sectors, GP Unknown and Out o f 
District referrals.
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Table 4. The availability of information from the 160 files that made up 
the random sample of referrals drawn from the 1997-98 period
S o u rce In fo rm a tio n
requ ired
P resen t or  
record ed
N o t p resen t o r  n ot 
record ed
O th er  in fo  ,
Referral Letter Letter present 90%
(144 /160 )
10%
(16 /160 )
Duration o f  
problem
Indication o f  the 
length o f  time the 
patien t had suffered 
with problem  (s) 
referred
81.9%
(118 /144 )
18%
(26 /144)
,
A ssociated
difficu lties
Reference m ade to  
disruption or  
continuation o f  
work, tasks, fam ily  
or personal 
relationships
42.4%  (61 /144)  
16.7%  (24 /144)
38.9%  (56 /144)  
46.5%  (67 /144)
57.6%
8 3 3 %
61%
53.5%
>  W o rk
>  D a ily  A ctiv itie s
>  F a m ily
>  R e la tio n sh ip s
30.6%  (4 4 /1 4 4 ) o f  
le tters  co n ta in ed  no  
in fo rm a tio n  r e . a b ove  
factors
M edication
prescribed
55.6%  . 
(80 /144)
44.4%
(64 /144 )
A ssessm ent
Letter
ie . 1st letter 
back to referrer
Letter present 80.4%
(111 /138 )
18.1%
(25 /138 )
13.75%  (2 2 /1 6 0 ) 22  
clients D N A ’d or 
refused appt
2 /138  referred from  G U  
M edicine
Problem  assessed 99%
(110 /111)
0.9%
(1/111)
D ischarge
Letter
Includes 
notification o f  
client DNA
Letter present 92%
(137 /149)
8%
(12 /149 )
Open case 11 /1 6 0
2 /1 2  w ithout discharge  
letters w ere G U  M ed  
referrals
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As shown in Table 4 a referral letter was present in 90% of the case notes. Information 
regarding the duration of the problem was found in 81.9% of these letters and the current 
medication status was identified in only 55.6%. Assessment reports were present in the case 
notes of 111 out of the 138 clients assessed. Copies of discharge letters were found in 137 of 
the 149 closed cases.
Analysis o f  problems referred and assessed
Seventeen categories of problems were identified from the examination of referral letters and 
the assessment reports. The number of problems falling within each category are presented in 
Figure 9. Although many clients were described as having numerous problems, only the 
primary problem is represented in this figure. The ‘Not indicated’ category' includes those 
clients for whom no referral or assessment letter existed in the case notes (16/160 and 25/160 
respectively).
Figure 9 Problems referred and assessed
Primary problems referred and assessed
25
□ % of referred probl
. if
f
*
T \
\ !
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- ; B  'j
I ' I n  1  J  1  n  1  i  1 h  F in  m B  1
✓  * / /
<b- V
&  v<f vs-0 ,<r #  .<*
/  / /  
/ / / a-
Primary problem category
There were a number of differences between the referrers’ and the assessors’ descriptions of the 
clients problems as can be seen in Figure 10. For example, the category ‘Depression’ featured 
more frequently in referral letters than in assessment reports. A breakdown of the category 
‘Other’ can be found in Appendix 4.
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Of the 160 case notes examined, a referral letter and assessment report were both present in 
100 files. This smaller sample provides information regarding the concordance between 
descriptions of the clients’ primary problems. The descriptions matched in 59% of the referral 
and assessment letters (59/100) and differed in the remaining 41%. This is depicted in Figure 
10 below and shows the main disagreement to lie in the category' ‘Depression’. Whilst there is 
a relatively high degree of agreement between the referral and assessment of anxiety problems, 
there is also a number of clients whose primary’ problem was assessed as anxiety but who were 
referred with other problems.
Figure 10 Agreement and disagreement between descriptions of primary 
problems by referrers and assessors (n=100)
Agreement and disagreement between description of problems by referrers and assessing clinicians
El Referral tetter 
B A ssessm ent report
P  no. of case  notes with agreem ent between 
referrer and assessor
<&rf" V1 <3-
v- <?'
£
<b- A-
j?  ^  y
*0>- A-
C ategory of prim ary problem
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Table 5 presents the frequency with which the different problem categories were featured in 
the referral letter and assessment report descriptions of the clients’ problems.
Table 5 Frequency of different problems featured in referral and assessment
letters
Problem
% of referral letters in 
which problem is 
featured 
n = 144
% of assessment 
reports in which 
problem is featured 
n = 111
Depression/Depressive 
symptoms
39.6% 24.3%
Anxiety/ panic 32.6% 40.5%
Relationship difficulties 9.7% 18.9%
Obsessional problems 4.2% 9.9%
Anger 7.6% 9%
Alcohol or drug use 5.6% 5.4%
Psychosexual problems 6.3% 8.1%
Suicidal thoughts/attempts 4.9% 0.9%
Self harm 2.1% 1.8%
Childhood Sexual Abuse 6.9% 2.7%
Stress 6.3% 4.5%
Personality problems 2.1% 1.8%
Nearly 40% of the clients referred to the AMH Psychology Service were considered to have 
some degree of depression or depressive symptoms. This figure drops when the assessment 
reports are examined as anxiety problems more prominent at this stage. Relationship 
problems also feature more frequently in assessment reports than in referral letters. Both 
Childhood Sexual Abuse and Suicidal thoughts/attempts were described more frequently in 
referral letters than in communication back to the referrers.
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4. Discussion
4.1 Summary o f main findings
The mean age of patients at the date of referral was 40 yrs during 1996-97 and 37 yrs during 
1997-98. During both 12 month periods more females than males were referred and the most 
frequent age at referral date fell within the 26-35 yr age group. The higher number of 
females referred may simply reflect the population statistics.
The referrals of patients from the Chichester East sector increased significantly during 1997- 
98. Calculation of the referral rate per 10,000 population aged 16-64 showed the Chichester 
East sector rate to be considerably higher than that of the other sectors.
Referral letters were found in 90% of the 160 case notes examined, with nearly 82% of these 
containing descriptions of the duration of the problem and less than 56% identifying the 
current medication status of the patient referred. Assessment reports were present in 80% 
and discharge letters found in 92% of case notes in which the clinical activity warranted one 
or both kinds of communication to referrers.
Depression was the most frequent primary problem referred and depression or depressive 
symptoms appeared most frequently in the referrers’ descriptions of their patients’ problems. 
Assessment reports identified Anxiety as the most frequent primary problem assessed and 
anxiety again appeared most often in assessors’ accounts of the presenting problems of their 
clients.
In the smaller sample of 100 case notes referrers and assessors agreed on the primary 
problem in 59% of cases.
4.2 Methodological limitations
This study was conducted as a retrospective analysis of activity and as such was limited by 
the type of information that had been recorded at the time. For example, it was not possible 
to separate inpatients from outpatients and much of the calculation of ages and numbers of 
males and females was time consuming. The main limitation of the study of the smaller 
sample of case notes is that there was very little opportunity to conduct inter-rater reliability 
analysis, mainly due to time constraints on the part of the researcher arid the clinicians within 
the AMH Psychology Service. Issues of confidentiality had barred the researcher from
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accessing a proportion of the case notes required and it was certainly not feasible to consider 
bringing in an external rater for this purpose.
In many ways the criticism of oversimplistic representation of client problems could be 
applied to this study. Representing the complexity of clinical work can be achieved but it is 
done so at the expense of brevity -  this report cannot provide adequate space for evaluation 
of the client problems and this area really requires individual study.
There were no guidelines regarding the information required from referrers or specifying 
what should be communicated in assessment reports. This resulted in the researcher 
identifying a number of variables to measure, based only on discussion in a psychology 
department meeting. These variables may not be key concerns for the clinicians receiving 
information in referral letters and therefore some of the findings may be considered 
irrelevant.
4.3 Issues and implications
The results of this review have provided a great deal of information about the clients and the 
professionals who refer to psychology services. The impact of changes in the way services 
are provided was seen clearly in the referral rates -  the presence of a clinician in the GP 
practice and the provision of a dedicated service resulted in the significant increase observed 
in referrals from practices within the Chichester East sector. The reduction in referrals from 
the Petworth Surgery (Figure 4) was due to the surgery itself securing a private contract with 
a clinical psychologist outside the department. This arrangement is known to have altered 
with the ending of GP fundholding since April 1999 and it is possible that referrals from this 
practice will return to the rates seen in 1996-97.
This was the first exercise of this kind to be conducted within the AMH Psychology Service. 
One of the main difficulties encountered was obtaining information to support the analysis of 
the findings eg. outlines of earlier sector boundaries and dates of staff changes. Obtaining 
access to information is a current issue for debate within the Trust as a whole and a drawback 
of a unified case note system was highlighted by the researcher not gaining permission to 
access Psychology notes held within this system.
Three further findings appear of particular interest. The high referral'rate in Chichester East 
was contrary to the general expectations of the department members; this sector was
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considered to have better socio-economic conditions than those found in the Bognor sectors. 
It may be that the proportion of funding available and the access by patients to services is 
better in the higher socio-economic conditions. It is also possible
that the referral rate is reliant upon the knowledge or beliefs of the referrers. One cannot do 
more than speculate here but it is certainly a finding that merits further investigation.
It is also not possible to determine whether the differences in the problems described were 
real differences brought out by the processes of referral and assessment, were the result of 
different theoretical perspectives of the professionals involved or were simply due to 
differences in the language used by the various professions. Again this requires further 
investigation.
The review of the availability of information revealed the omission of assessment reports in 
20% of cases notes. This identifies a potential target for the service’s internal audit 
programme.
This study achieved the goals identified at the start; improved knowledge of the client group 
and referrers, information useful to strategic planning and a snapshot of the information 
available from the case notes in their current form. It has also provided many avenues for 
further investigation , evaluation and audit.
141
Service Related Research Project
Appendix 1 - Details of the sample
The random selection of 25% of referrals was created by allocating each name a number and 
then drawing these numbers at random until a list of 25% + 1 of the names recorded under 
each GP practice was generated. An additional name was included to ensure that the final 
random sample examined did not drop significantly below 25% in the event of any files be 
unavailable at the time of the examination.
The initial random sample period resulted in the generation of a list of 200 names. Of these, 
144 files were located within the Psychology Department. The remaining 56 files were not 
found; 48 of these were clients originating from the Bognor GP Practices (both Bognor East 
and West). During 1997-98 the clinicians attached to these sectors had met with clients at 
the CMHT base and kept the client notes in the system of unified case notes run by the two 
mental health teams. Permission was not given to the researcher to access these files and so 
they were replaced with additional files from the same sectors but that were available within 
the Psychology department. There were no obvious reasons why these client files were kept 
at the department, except that it may have been a more convenient location for the clients to 
meet with the clinicians. It was not possible to locate enough files for those GP practices 
falling within the Bognor West sector and so the decision was made to exclude this sector 
from the analysis of the random sample.
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Table 6.1 Number and percentage of files examined
Sector (12/98) No. of files scrutinised % of total referrals from sector
Bognor East 30 20.7%
Bognor West 1 1.4%
Chichester East 54 26%
Chichester West 32 33.7%
Midhurst 31 27.7%
GP Practice 
unknown
9 29%
Other practices 
-  out of district
4 57%
Total 161 24.3%
Of the original 56 not found, 8 files came from the other sectors (Chichester East and West, 
Midhurst and GP Unknown). These were recorded as ‘file not found’ with no attempt made 
to replace them. The proportion of files that made up the final sample is shown in Table 6.1. 
The exclusion of Bognor West results in the percentage of the files examined under this 
section rising to 27.1% over 4 sectors plus GP practice unknown and Out of District referrals.
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Appendix 2 - Current Sector boundaries and GP Practices contained within them
Chichester East Lavant Road
Langley House 
Westgate
Selsey Health Centre 
Witterings Health Centre
Chichester West Westbourne
Southbourne Surgery
Emsworth Surgery
Havant Health Centre
Parklands Road, Chichester
Cawley Road Medical Centre, Chichester
Bognor East Barnham Medical Centre
Croft Surgery, Eastergate 
Middleton MedicalCentre 
Yew Tree Surgery, Yapton 
Felpham & Middleton Health Centre 
Bognor Regis Health Centre
Bognor West Norfolk Square Surgery
Maywood Surgery 
Grove House Surgery 
Bersted Green Surgery
M idhurst Torton Hill Road, Arundel
Midhurst Health Centre 
Haslemere & Femhurst 
Mill Road, Milland 
Health Road, Rogate 
Loxwood Surgery 
Petworth Surgery 
Pulborough Surgeries
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Appendix 3 - Data recording sheet for use with case notes 
1. Referral Information
Referral letter present Yes / No
Date referred ..........
Referrer title   Location ...............................
GP Practice ........................... .......................
Client D.O.B.   Gender M ale/Female
Problem referred Use same wording as that used by referrer
Record all i f  more than one is listed in referral letter
Associated difficulties
Work interrupted Yes / No / not indicated
ADLinterrupted Y es/N o /n o t indicated
Medication prescribed Y es /N o /n o t indicated
Family difficulties Yes /  No / not indicated
Relationship difficulties Yes / No / not indicated
Other professionals currently involved Yes /  No /  Not indicated
Who ..................................................................................................................... .....
History of problem Length of time ...................
Previous management ........................................ .
Previous service contactPsychology Yes / No / Not indicated
CMHT/Psychiatry Yes /  No /  Not indicated
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Assessment Information
Assessment letter present Yes / No Date assessed
Assessor ...........................................................................................................
Problem defined Use same wording as that used by assessing clinician 
Record all i f  more than one is listed in assessment report
Associated difficulties
Work interrupted Yes / No / not indicated
ADL intermpted Yes /  No / not indicated
Medication prescribed Yes / No / not indicated
Family difficulties Yes / No /  not indicated
Relationship difficulties Yes /  No /  not indicated
Therapy offered Yes / No Referred on /  referred back
3. Discharge information
Discharge letter present Y es/N o
No. of sessions seen ............. .
Time between assessment and discharge.............. ..........................
Outcome recorded Change in main problem improved
same
worse
not recorded
Estimated long term effects improved
stable 
vulnerable 
not recorded
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Appendix 4 - Breakdown of ‘Other’ primary problems
Other problems identified in the analysis of 160 case notes
H Referred E  A ssessed
Problem description
Appendix 5
Figure 6.2 Age group 16-25yrs -  age, gender and number of clients 
referred
Age group 16-25yrs
2 5
20 ■
10
I male 0  female
irm
Period of referral and age
149
weald & downs
SUSSEX!—I
EZZ0 TRUST
JE/LH
23 July 1999
Dr Linda Dowdney 
Course Director
Clinical Psychology Training Course 
University of Surrey 
Guildford 
Surrey GU2 5XH
Dear Dr Dowdney,
Lisa Butler presented her Small Scale Research Project report to the Adult Mental Health Forum 
of our Department on 21 July 1999.
We found it not only interesting but eminently useful in providing an independent review of 
Department clinical practice. We will be incorporating some of Lisa's findings into our ongoing 
, . clinical notes audit procedures.
With best wishes.
Yours sincerely,
U Dr John Miles Evans 
’ Consultant Clinical Psychologist 
Head of Adult Mental Health Speciality
Chairman Sir Patrick S ym on s  Chief Executive Frances Russell
Literature Review
The Mental Representation of Illness - how do people understand illness?
October 2000 
Year 3
Literature Review
The Mental Representation of Illness - how do people understand illness?
1. Introduction
The study of ‘mental representation’ aims to determine how human beings represent the 
world, or at least one aspect of it, inside their heads (Eysenck and Keane, 1990). Implicit 
within this approach is the belief that mental processes intervene between an environmental 
event and a person’s reaction to it (Brewin, 1988). This view originates within the 
‘cognitive’ approach to understanding human behaviour, in which man is viewed as a 
“basically rational, reasoning being” (Medcof and Roth, 1979, pl43) and cognitive processes 
and their content are afforded an influential, if not causal role, in guiding an individual’s 
behaviour. As a consequence cognition becomes the focus of investigation when searching 
for explanations of behaviour and experience (Eysenck and Keane, 1990; Brewin, 1988). 
The nature of the information attended to, retained and used to make sense of the world, and 
its structure and organisation within the mind of the individual are the main focus of research 
into mental representations.
The cognitive approach is embodied within cognitive behaviour therapy approaches in
clinical psychology and, within the domain of health psychology, increasing attention has
been paid to patients’ cognitive representations of their illness and the impact these have on 
*
illness outcome (eg. Leventhal, Meyer and Nerenz, 1980, Bishop, 1987; Moss-Morris, Petrie 
and Weinman, 1996; Cooper, 1998). Researchers studying these representations, sometimes 
called ‘illness perceptions’, conceptualise patients as ‘lay’ theorists when it comes to 
understanding medical matters (in contrast to health care workers whose formal 
qualifications afford them professional status). However, this unqualified state does not 
prevent people forming extensive ideas and beliefs about the illnesses and diseases that they 
and their friends and families experience throughout their lives (Skelton and Croyle, 1991). 
It is proposed that individuals each develop an idiosyncratic understanding of illness, but the 
structure of its organisation in mind is consistent across all people because “illness is 
intrinsic to the human condition” (Leventhal and Nerenz, 1985, p 520).
This paper will concentrate upon the theory and experimental research conducted into the 
nature and role of the mental representation of illness or ‘illness perceptions’. Section 2 will 
present the development of the theory based on research with patient and non-patient 
populations. Section 3 will examine the application of the model of illness representations
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with people with two specific illness problems - myocardial infarction and chronic fatigue 
syndrome (CFS), the first chosen because of its prominence in current NHS strategies and 
CFS chosen because of the complexity of the interaction between physical and psychological 
factors. In both disorders the patients’ illness perceptions play a significant role in the 
successful management of the problem. The final section will evaluate the contribution 
made to the understanding of the experiences of these clients and how knowledge of illness 
perceptions may influence and shape interventions. All the studies discussed in this paper 
examine illness perceptions in adults. The final conclusion will draw the discussion together, 
highlighting strengths and weaknesses of the model and research and identifying future 
avenues of research and development.
2. A model of illness representation
Leventhal’s interest in illness cognitions resulted from his early investigations into the 
factors that influence patients’ compliance with medical instruction and, more specifically, 
the use of fear as an agent of behavioural change (Leventhal, Singer and Jones, 1965; 
Leventhal, Watts and Pagano, 1967). Contrary to expectation, these studies suggested that 
other factors in addition to fear were involved in the creation of durable, persistent changes 
in behaviour. The experience of fear appeared separate to the development and performance 
of coping procedures, although the two processes were seen to interact. This was observed in 
studies of distress control when information provided to patients in advance of an endoscopic 
examination appeared to reduce fear and facilitate coping strategies (Johnson and Leventhal, 
1974). Leventhal proposed that independent cognitive and affective processes were involved 
in the perception, interpretation and response to illness threats, a term covering actual illness 
or perceived threats to health such as this medical procedure (Leventhal et al, 1980).
Drawing examples from studies of the treatment of hypertension and cancer, Leventhal et al 
(1980) presented evidence illustrating how patients’ beliefs about their illness and their 
treatment differed from the beliefs of the medical professionals. The patients’ illness beliefs 
influenced their use of treatment in the former study and their actions and levels of distress in 
the latter. Open-ended interviews revealed the active role played by patients in perceiving 
and interpreting information obtained from three main sources; i) their bodily experience, ii) 
external social environment including health care professionals, family, media etc, and iii) 
past experience of illness (Leventhal et al, 1980). Patients were conceptualised as active 
information processors, constructing meaning by linking incoming information to knowledge
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already possessed about the illness (Bishop, 1991). The framework organising the illness 
information seemed consistent between patients. Four components of the illness 
representation were identified; identity - which was made up of the symptoms noted and the 
label given; tune-line - the course and duration of the illness; consequences - physical, social 
and economic dimensions; and cause - what antecedent factors were considered significant in 
the development of the illness (Leventhal et al, 1980; Leventhal, Diefenback and Leventhal, 
1992).
2.1 The importance of symptoms in illness representations -  studies of patients
The study of patients with hypertension was particularly revealing of the symmetrical 
relationship between the illness label and symptoms, and highlighted the importance of 
symptom perception in identifying the presence of illness and evaluating the effectiveness of 
treatment. When informed of their diagnosis, hypertensive patients conducted a search for 
symptoms to confirm the presence of the disorder and, despite acknowledging the fact that 
hypertension is nearly always asymptomatic, in one study eighty eight per cent of newly 
treated patients reported the existence of a symptom that enabled them to monitor changes in 
their blood pressure (Leventhal et al, 1980). The authors believed that patients’ past 
experience with illness made it difficult for them to consider the presence of illness in the 
absence of symptoms.
Anecdotal evidence also provides some support of the complementary relationship between 
symptoms and a diagnostic label - many people attest to the relief experienced on being 
given a diagnosis. Bishop (1991) describes his findings from a study that manipulated the 
seriousness and the coherence of sets of symptoms presented to participants. He recorded 
participants’ increased search for illness labels when symptoms were deemed serious (ie. life 
threatening) but did not fit a pattern they recognised. Leventhal and Benyamini (1997) 
summarize the findings - “if a person has symptoms s/he will seek a (diagnostic) label, and if 
labelled (diagnosed) s/he will seek symptoms.” (p 132) and identify this as the rule of 
Symmetry between the two elements of the identity component.
In the study of the treatment for hypertension, patients tended to use the presence of 
symptoms to regulate their use of treatment, often returning to treatment when a symptom, 
sometimes the same symptom initially identified and on other occasions a new symptom, 
reappeared during the period of non-adherence (Leventhal et al, 1980). People reporting the 
reappearance of an old symptom were more likely to drop out of treatment again in 
comparison to those observing novel symptoms. Leventhal and his colleagues considered
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this latter finding to be due to the new symptom undermining the patients’ confidence in their 
own ability to monitor blood pressure and so regulate their treatment independently. This 
uncertainty led to increased use of medical services where objective measures of blood 
pressure could be accessed to monitor blood pressure.
2 2  Experimental studies of the perception of symptoms
Bishop (1987) provided further details of symptom organisation and the relationship between 
symptom attributes and subsequent behaviour, in a series of experimental studies using 
healthy participants and multi-dimensional scaling and cluster analysis. Participants were 
required to sort 60 physical symptoms according to their perceived co-occurrence and then to 
identify the types of actions they would take in response to these sorted symptoms. The 
results suggested four categories by which individual symptom were classified - two were 
related to the perceived cause - viral and psychological versus physical, the third identified 
the symptom’s location within the body, and the final dimension categorised the degree to 
which the symptom disrupted the person’s activities. The potential behaviours adopted in 
response to the symptoms were grouped under three classifications - activity reduction, self- 
care and professional care.
Bishop’s analysis suggested a close link between symptom attributes and the type of action 
chosen to manage the symptoms - for example symptoms perceived to be of viral cause and 
relatively disruptive to activity led to self-care behaviours, whilst symptoms of physical 
causation prompted the seeking of professional care (Bishop, 1987). The symptoms 
associated with psychological causes were less likely to be dealt with by seeking professional 
help. These symptoms included “loss of memory”, “inability to stay awake” and “dizziness”
- symptoms Bishop states could be indicative of a serious illness and could be of physical or 
psychological cause. This reluctance to consult health professionals about symptoms 
perceived to stem from psychological roots is interesting and may reflect beliefs about 
psychological problems and the people that suffer them.
The MDS and cluster analysis also showed symptoms perceived to have a psychological 
cause were low down on the self-care dimension of the behaviours, suggesting that people 
would not treat themselves as they would a viral based illness with home remedy or 
consultation with a non-doctor, but the study did not identify what they would actually do. 
Bishop speculates that perhaps people with these symptoms wait until they are so severe they 
can no longer manage and then seek professional help. This is not a good strategy
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irrespective of whether they stem from physical or psychological causes and suggests a focus 
for health education approaches. This apparent aversion to identifying a problem as 
influenced by psychological factors is examined further in part two when the illness 
perceptions of people with chronic fatigue syndrome are discussed.
In his evaluation of his own work Bishop acknowledged that the healthy status of the 
participants and the requirement that they predict the type of action they would take in 
response to the symptoms limits the degree to which the findings can be generalised to 
circumstances involving real illness and required action. The results do provide an indication 
of the direction for further research with patient samples: Determining how symptoms are 
categorised and what attributes influence that categorisation may inform attempts to 
understand the influences upon people’s identification and response to symptoms.
2 3  A fifth component
Further research into the structure of illness representation revealed a fifth component that 
LeventhaPs study had not identified (Lau and Hartman, 1983). Lau, Bernard and Hartman 
(1989) collected 1628 college students’ descriptions of recently experienced common 
illnesses at three points in time over a 17-month period. Lau et al (1989) argued that the 
majority of people learn about illness from their experience of everyday illness, such as 
colds, flu and muscle strain. Their experiences, and the experiences of those around them, 
contribute to the development of beliefs and strategies that will subsequently influence 
interpretation and response to a more serious illness. Lau et al’s aim was to determine 
whether the structure of illness representation identified by Leventhal and colleagues with 
patients with chronic and life-threatening illness, was evident in people suffering less severe 
threats to their health.
The studies confirmed the existence of the four components identified by LeventhaPs 
original research and added the fifth, cure (Lau and Hartman, 1983; Lau et al, 1989). The 
type of information contributing to this component was the person’s identification of how 
they recovered from the illness and it was considered not to have featured in LeventhaPs 
interviews with hypertensive patients because of the chronic nature of hypertension and the 
fact that it was unlikely to be ‘cured’ in a short period of time.
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2.4 Illness representations as ‘prototypes’ of illness and diseases
Bishop’s experimental studies also suggested that people hold prototype models of disease - 
this work was much influenced by Rosch and her associates’ work on categories and 
concepts within the realm of cognitive psychology (Rosch, Mervis, Gray et al, 1976) and 
adopted their assertions about the cognitive processes involved in the representation of 
concepts: Bishop stated that people develop ‘prototypes’ of illness that may be the best 
example of that illness or may be a collection of characteristic features, and that when ill, 
people compare their illness experience to the prototype, identifying the illness by its high 
resemblance to the prototype (Bishop 1991). Some examples may be more typical of a type 
of illness than others and the boundaries of the categories tend to be ‘fuzzy’ and ill defined, 
allowing for some overlap between illness types and the dimensions on which they are 
compared. The absence of a match between symptoms perceived and those contained with 
illness prototypes could lead to the non-identification of an illness. Bishop noted that 
amongst his participants the search for a label for a collection of symptoms was at its greatest 
intensity when the individual symptoms were low in prototypicality, ie. were randomly 
chosen and did not fit a recognisable combination. He and Converse (1986) also found that 
when participants were presented with both a diagnostic label and symptoms, they tended to 
ignore those symptoms that were inconsistent with their understanding of the illness 
identified by the label.
Since the early days of Leventhal’s work with patients with hypertension and cancer, 
research has supported and extended the model he and his fellow researchers devised. The 
importance of symptoms within this model has been repeatedly demonstrated, and people 
have been found to seek out symptoms according to their expectations (Leventhal et al, 1980; 
Bishop and Converse, 1986), illustrating that people do not just receive and then interpret 
information but they are active in their search for symptoms. The representation of the 
illness in the mind of the person has also been found to influence the stimuli they attend to - 
some symptoms are reported whilst others are ignored (Bishop and Converse, 1986). The 
person’s own model of their illness influences what is reported and this has great significance 
for communication between health professionals and their patients (Cooper, 1998).
2.5 Illness representations incorporated into a model of illness behaviour
As mentioned earlier the emotional aspect of illness is considered separate to the cognitive 
representation of the various attributes of illness, but is still afforded a prominent position
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within the model of illness behaviour devised by Leventhal and outlined below (Leventhal, 
Benyamini, Brownlee et al, 1997). The italic script within Figure 1 denotes the additional 
detail of the nature of symptom perception and coping procedures provided by Bishop and 
colleagues (Bishop, 1987), and the fifth component introduced by Lau and Hartman (1983).
Figure 1. The self-regulatory model of illness behaviour incorporating additional 
features of the illness representation and coping procedures
Illness representation 
• Identity Label
Symptoms 1.Viral cause, 2 . Physical or psychological cause 
3. Upper or lower body, 4 . Disruption to activity
Cause 
Time -line Acute
Cyclic
Chronic
Perception 
of stimuli Outcome
A ppraisal
Coping Procedures
Illness - reduce activity 
self care
professional help
Consequence
Cure
Affect
Em otional representation  
e.g. anxiety, fear, anger
In line with Leventhal’s conceptualisation of patients as active participants in the experience 
of illness, the model is called the ‘self-regulatory model of illness behaviour’ - a name 
intended to capture the idea that people regulate their own health, forming opinions and 
seeking help when they perceive it to be necessary
This model of illness behaviour was based upon general problem solving theory in which 
individuals are seen to engage in a continual process of interpretation, action and appraisal 
until a state of equilibrium has been re-established (Ogden, 1996). The illness representation 
directs coping, integrates knowledge obtained through appraisal processes and is linked with 
the emotional representation of the illness, a reciprocal relationship that also influences 
coping and adjusts to outcome appraisals. The dynamic nature of illness perceptions and 
behaviour is represented by the passing of information between the individual constructs and 
the continual readjustment in the light of new evidence, experience or knowledge - people’s 
beliefs about their illness change over the course of time.
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3. Applications of the model of illness perceptions
3.1 The importance of interpretation of symptoms of Myocardial Infarction in help-
seeking
Heart disease remains one* of the most frequent causes of death in the UK, accounting for 
4300 deaths among men and 2721 deaths among women per million in 1992 (Ogden, 1996). 
Recently, the development of numerous ‘rapid access chest pain clinics’ have been identified 
by the Government as a primary goal to improve cardiac services within the NHS 
(Department of Health, 2000). Advances in knowledge and medicines have meant improved 
treatment and outlook for those suffering myocardial infarction (MI), but much of the 
success depends upon the patient receiving medical intervention as quickly as possible 
following the onset of symptoms - treatment within one hour produced a 45% reduction in 
mortality compared with those not treated (ISIS-2 Collaborative Group, 1988). This itself is 
dependent upon the patient promptly recognising the symptoms and then acting 
appropriately. A study in New Zealand found an average two and a half hour delay between 
symptom onset and the patient’s arrival at hospital (Petrie, Weinman, Sharpe et al, 1996) and 
an Italian project recorded a median delay of three hours and fifty minutes (GISSI, 1995). 
These and other studies have found that the amount of delay was almost wholly accounted 
for by the duration of the patient’s own deliberations over what the symptoms mean and what 
course of action to take (Weinman and Petrie, 1997).
Interviews conducted with patients admitted to hospital after their first MI revealed delay to 
be associated with a mismatch between the symptoms patients had expected to indicate a 
heart attack and those that they actually experienced (Horne, James, Petrie et al, 2000). 
Fifty-eight per cent of the eighty-eight patients interviewed experienced symptoms that did 
not fit their beliefs of the signs of acute myocardial infarction and the decision to call for 
professional help was more likely to be made by another person than by the patient 
him/herself in these circumstances. Although a small study, this provides some support for 
the view of illness perceptions as prototypes against which experience is compared (Bishop 
and Converse, 1986) and the observation that the better the fit between prototype and 
experience the faster the identification process is accomplished.
Bishop’s work also identified a strong link between uncertainty over diagnosis and the 
immediate seeking of professional help that was not born out by the findings of this study; 
the patients who were confused over the meaning of their symptoms took longer to seek help
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than those whose experience matched their expectations. This may reflect the difference in 
the sample population of each study - Bishop was asking participants to predict their actions 
in particular circumstances whilst Horne et al (2000) examined what patients actually did, or 
one could question what constitutes ‘immediate help’ - a period of 1 hour is vitally 
significant when dealing with a heart attack but with most viruses little change might be 
expected to occur in such a short time. Nevertheless, the existence of the mismatch between 
the patient’s beliefs about symptoms and those actually experienced and evidence of the 
impact upon behaviour provides support for the model of illness perceptions and their 
significance in guiding the selection and performance of coping procedures. There are also 
implications for services providers - it is not enough to simply create the services, people 
need education about when to use them.
32  Illness perceptions in Chronic Fatigue Syndrome
The last decade has been witness to great debate concerning the aeiiology and treatment of 
Chronic fatigue syndrome(CFS) (Clements, Sharpe, Simkin, et al, 1997; Moss-Morris, Petrie 
and Weinman, 1996). Much of the early arguments centred on determining a wholly 
physical or psychological cause, however recent research suggests that patients with CFS 
hold more complex beliefs about cause than can be reflected by this simple dichotomy 
(Clements et al, 1997) and health professionals are being urged to adopt more sophisticated, 
scientific approaches to research and formulation (Bardzil, 1998). The need to combine 
physiological and psychological factors in conceptualising this debilitating disorder has led 
to a model of CFS in which cognitive and behavioural responses are proposed to intervene 
between an acute organic illness and the long lasting impairments in physiology, behaviour, 
mood, cognition and social functioning that appear in varying degrees between patients 
(Moss-Morris et al, 1996; Wessely, Butler, Chalder and David, 1991).
Key to this cognitive-behavioural model are the illness beliefs of the patient and the 
procedures adopted to cope - both considered significant factors in the onset and the 
maintenance of the problem (Moss-Morris, 1997). The CBT model acknowledges the 
existence of an organic illness to weaken and ‘decondition’ the body, fatigue and muscle pain 
are expected experiences during recovery when the individual tries to resume normal levels 
of activity. Wessely et al (1991) proposed that the individual interprets these experiences as 
signs or symptoms of continued illness, for which they identify further rest and inactivity as 
the appropriate method of coping. This begins the cycle of further deconditioning, fatigue 
and pain, and increasingly less activity (Moss-Morris, 1997; Wessely et al, 1991).
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On a theoretical level LeventhaPs self-regulatory model of illness behaviour (Leventhal et al, 
1997) provides a framework for conceptualising how the illness representation and coping 
strategies may be linked in a continuous cycle of appraisal, adjustment and action. It also 
helps to explain why certain strategies might be chosen guided by the patient’s own 
understanding and beliefs. Bishop’s (1987) investigation of symptom interpretation and the 
links with selected coping strategies also makes sense of the actions adopted by CFS 
patients; attributing a viral cause to symptoms may be associated with self-care behaviours, 
whilst attributions of physical causes resulted in strategies involving professional help. 
Perhaps most significant to CFS was the response identified as most appropriate to symptoms 
causing disruption to activity - coping by reducing activity levels appears very similar to the 
cycle proposed to occur in patients with CFS by Wessely et al (1991).
Empirical research with patients with CFS within the illness perceptions framework has 
included examinations of the relationship between the illness representation and functional 
disability (Moss-Morris et al, 1996) and the impact of catastrophic beliefs (Petrie, Moss- 
Morris and Weinman, 1995). In studies which compared the illness representations of 
different groups of patients with medical and psychiatric illnesses (including depression), 
Moss-Morris and Petrie (1996a and b) found that CFS patients hold strong illness identities, 
characterised by a wide range of symptoms, attribute cause to external and physical factors 
and have negative beliefs about the consequences and the chronicity of CFS. By comparing 
the CFS patients to other patients, these researchers demonstrated that the negative beliefs 
were not simply due to the experience of a long, debilitating illness. Numerous studies have 
found that patients tend to attribute physical causes as dominant in the development of their 
problem, but a recent qualitative study revealed that CFS patients’ rejection of a 
psychological cause seemed very much influenced by their understanding of the terminology 
as they defined psychological as meaning ‘imaginary’, ‘psychiatric’ or ‘of their own making 
or fault’ (Clements, et al, 1997).
A self-selected sample of 233 CFS sufferers, aged 18-81 years, completed a series of 
questionnaires to try to determine the relationship between illness beliefs (measured with the 
Illness Perceptions Questionnaire, Weinman, Petrie, Moss-Morris et al 1996) and self- 
reported daily functioning and psychological well-being (Moss-Morris et al, 1996). Using 
multiple regression analysis, illness identity and serious consequences were found to have 
significant positive relationships with dysfunction, measured in six of the twelve domains of
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the Sickness Impact Profile - social interaction, alertness behaviour, sleep and rest, work, 
home management and recreational pastimes (SIP, Bergner, Bobbit, Carter et al, 1981), 
whilst illness identity and attribution of emotional causes were negatively related to 
psychological adjustment.
Thus patients with stronger illness identities (ie. those reporting a higher number and variety 
of symptoms) reported greater levels of dysfunction in daily activities and lower levels of 
psychological well being. Whilst it is not possible to identify a causal relationship between 
these factors, these findings might provide a method of simply prioritising case loads and 
help to identify the target for intervention among the components of the illness 
representation. This latter observation has been indirectly demonstrated in the five 
controlled cognitive-behavioural therapy trials conducted with CFS patients; the three 
reporting varying levels of success focused specifically on challenging illness beliefs and re­
interpreting symptoms (Deale, Chalder, Marks and Wessely, in submission; Sharpe, Hawton, 
Simkin et al, 1996; Butler, Chalder, Ron and Wessely, 1991), whilst the other two either 
failed to address illness beliefs at all (Lloyd, Hickie and Wakefield, 1993) or encouraged 
acceptance of symptoms (Friedberg and Krupp, 1994) rather than seeking to reinterpret them 
as Wesley et al (1991) encouraged in the application of the CBT model.
4. Conclusions - evaluating the contribution of the model of illness 
representations and the self-regulatory model of illness behaviour
Any model seeking to outline the processes undertaken by a person in response to illness, 
needs to allow information to be gathered from multiple external and internal sources and 
allow for the interaction between what is already known and what is perceived (Diefenbach 
and Leventhal, 1996). In addition, there is the need to explain individual differences in the 
actions taken and the emotional responses of individuals with similar medical problems. The 
self-regulatory model takes the patient’s own experience into account as he/she develops and 
modifies theories to guide their coping behaviours. In this model the perception and 
interpretation of symptoms are the key factor - they form the illness identity around which 
beliefs relating to the other components develop (Moss-Morris, 1997). Symptoms are used 
by patients to identify illness, direct treatment and appraise the efficacy of that treatment in 
comparison with their expectations of the outcome. For example, in Leventhal et al’s (1980) 
original study of the treatment of patients with cancer, patients who experienced the most 
rapid reduction in the size of their tumour displayed the greatest distress. To the observer the
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treatment had achieved the desired goal, but the emotional response was not as expected. 
Closer questioning by the researchers revealed that these patients had lost the concrete cue 
they had used to evaluate the effectiveness of the treatment and could no longer justify the 
discomfort of the chemotherapy with reference to a concrete, observable sign of disease 
(Leventhal et al, 1980).
The model of illness representations appears to intuitively explain how ordinary ‘lay’ people 
conceptualise illness and seems also to provide an explanation of instances when patients 
have not behaved in the manner expected by health professionals. Non-adherence to medical 
advice and intervention can be dangerous in many situations and is consequently the focus of 
much research (Leventhal, Diefenbach and Leventhal* 1992). The self regulatory model 
accounts for a patient’s actions in abandoning or altering a treatment regimen by drawing 
upon the patient’s own beliefs about their illness and their expectations of treatment, often 
demonstrating a discrepancy between the patient’s and the professional’s understanding.
In both the illness representation and the self regulatory model the focus is on cognitive 
function - the presence of current symptoms, their meaning and simple models of cause and 
consequences, influence the actions taken by the patient who then feeds their evaluation of 
these actions back into the cycle. But it is also a model of behaviour based very much in the 
here and now, with the motivation to act provided by the representation of the illness itself - 
both at the cognitive and emotional level (Leventhal et al, 1992). This contrasts to other 
health behaviour models in which the individual’s experience is somewhat removed from the 
immediacy of the situation. For instance, the Health Belief Model (HBM) proposes that 
people calculate cost-benefit analyses based upon perceptions of susceptibility and severity 
and then require external cues for action (Becker and Maiman, 1975) - although successful in 
predicting some health behaviours much of the criticism of the HBM refers to its complexity, 
its downplaying of emotional responses and its assumption that beliefs are relatively fixed 
once formed (Pitts and Phillips, 1998).
Many of the research studies with patients discussed in this paper have been limited by their 
cross-sectional design and at times, small numbers of participants. Although there are many 
small, cross-sectional patient studies, it is thought that benefits could be gained from more 
longitudinal, prospective studies (Cooper, 1998). The empirical studies completed to date do 
however, raise the status of the patient in the process of managing their own health -
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something that is actively supported by recent government moves to increase the 
involvement of patients in decisions about their health care (Department of Health, 2000).
Whilst patients may have very different ideas to the health care professionals about their 
illnesses and the treatments, available, they do have beliefs that at times detrimentally impact 
upon the outcome of any intervention offered. However, acknowledging the power of patient 
beliefs and modeling their structure and organisation does not automatically provide 
information regarding intervention. Given that people continue to hold erroneous or 
misleading beliefs at times when they are in close contact with medical services it appears 
that it is not sufficient to simply provide information - what is important is how it is being 
interpreted. The CFS studies have successfully combined the model of illness representation 
with cognitive-behaviour therapy and demonstrated positive changes through individual 
therapy - the models are very similar in the significance afforded to individual beliefs and 
interpretation of events. However, individual CBT is expensive in terms of therapist and 
patient time and thus further research is required into how to provide education for patients 
with erroneous beliefs and also how to support the dissemination of the this research amongst 
health professionals.
Overall, the self-regulatory model and the representation of illness provide a detailed 
explanation of how people understand illness that is supported by empirical studies with both 
patient and non-patient adult populations. Future research could begin to identify factors that 
change the illness representations at times when these are impeding the individual’s 
successful management of illness.
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Abstract
Talking about illness: A qualitative study examining how young people with learning 
disabilities experience and understand illness
This study explored how young people with learning disabilities experienced and understood 
illness. Using semi-structured interviews to elicit in-depth accounts of their experiences of 
their own illnesses and those of other people, the interview transcripts were analysed 
according to the principles of interpretative phenomenological analysis (Smith, 1996). The 
participants were four women and eight men with mild to moderate learning disabilities, aged 
between 17 and 24 years, who were attending a centre providing further education for people 
with learning, physical and sensory disabilities. Analysis revealed four main themes; 
identifying illness, responses to illness, causes of illness and the psychological consequences 
of illness. Within each of these themes further subordinate themes captured the variation in 
the participants’ experiences. The themes indicated the importance of identifying illness and 
highlighted the anxiety evoked by uncertainty. Family members and familial patterns of 
behaviours were significant influences upon the participants’ beliefs about illness and their 
illness behaviours. The psychological consequences included both negative and positive 
effects of illness. Participants were found to experience the decisions of health care 
professionals as confusing. The themes were considered in relation to the model of illness 
representations devised by Leventhal, Meyer and Nerenz, (1980). Methodological issues are 
discussed.
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1. Introduction
This study is an exploration of the understanding young people with learning disabilities have 
about illness. The aim is to discover how a group of young adults attending an education 
centre represent their experiences of illness through the analysis of semi-structured 
interviews. In the past, ideas drawn from developmental models of cognition have been used 
to categorise the complexity of the explanations of illness that people with learning 
disabilities offer during testing. The explanation presented here draws instead on health 
psychology models of health beliefs and illness perception in its endeavour to identify the 
features of illness most prominent within each individuals’ account of their illness experience.
Given that the medium of representation is verbal language, caution is exercised throughout 
the study as it is acknowledged that the language abilities of people labelled as having 
learning disabilities may not directly reflect their cognitive capabilities. An interview format 
was chosen in preference to a structured questionnaire in order that the ideas and beliefs of the 
individual be elicited and explored to determine the meaning as intended by the person.
Prevalence of learning disability within UK
Current estimates of prevalence within the UK population suggest approximately 1.4 million 
people may have a learning disability, with 1.2 million being classified as having mild or 
moderate disabilities (Department of Health, 2001). In contrast to stereotypical views, these 
people referred to as having Teaming disabilities’ are in actual fact a very diverse group of 
individuals, with widely different characteristics, abilities and needs (Emerson, Hatton, 
Bromley and Caine, 1998).
People with learning disabilities are reported to be at risk of higher levels of ill health (Turner 
and Moss, 1996). It is known for example, that this population has a higher risk of 
psychiatric disorder (Borthwick-Duffy, 1994), that between fifteen and thirty per cent have 
been reported to have epilepsy (McLaren and Bryson, 1987), and that certain disorders 
leading to intellectual disability also incur particular medical conditions and health problems 
(Emerson et al, 1998). Viewed as an individual, each person with learning disabilities will be 
found to have unique combination of medical problems and health concerns as is the case 
with people without learning disabilities (Greenhalgh, 1994). The difference lies in how 
these problems are managed by the individual in conjunction with health services in their 
local community.
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1.1 The health status o f people with learning disabilities
In 1986 the publication of a study by a general practitioner in Wales brought to light the 
inadequacy of the medical care provided to 151 adults with learning disabilities attending an 
adult training centre (Howells, 1986). Data collection was limited to conditions that were 
treatable or curable and excluded minor problems such as mild arthritis or mild varicose 
veins. A large number of inadequately managed conditions and newly diagnosed problems 
were recorded: Sixteen disorders of the circulatory system (a further eight were deemed 
adequately managed); twenty-one respiratory disorders (ten being adequately managed); 
twenty-seven disorders of the nervous system, including 10 people with epilepsy whose 
medication had not been regularly reviewed, and twenty-four adults were deemed to have 
metabolic disorders, twenty of whom were obese and three who were newly diagnosed with 
diabetes and hypothyroidism.
The lack of data pertaining to the use of health services by this proportion of the population 
was noted alongside the recognition of the reduced autonomy of these adults in making health 
care decisions. Writing in the midst of the resettlement of individuals from hospital to the 
community, Howells reflected upon earlier reservations of the medical profession concerning 
the capability o f these community services to provide adequate medical care. This care had 
previously been provided by the institutions, but the separation of social services from the
public health department brought about by the 1971 white paper ‘Better services for the
%
mentally handicapped’ had shifted medical responsibility into the community. In this article 
Howells (1986) appears concerned that the decision to seek medical advice had become a new 
responsibility for carers and thus the transition had rendered the community responsible for 
both the uptake and the provision of medical care for people with learning disabilities.
Many other studies followed this landmark piece of research and reported similar findings of 
undiagnosed and mismanaged health problems in this population both in the UK and abroad. 
An Australian study of attendees at a health promotion clinic reported that symptoms were 
often well advanced before disease was identified (Beange and Bauman, 1990). In a UK 
study, no evidence of screening or monitoring of problems known to be common in this 
population was found (Wilson and Haire, 1990). The discovery of the exclusion of women 
with learning disabilities from cervical screening on the grounds of assumed sexual inactivity, 
was considered by Nightingale (2000) suggestive of stereotyping and prejudice.
In response to the published concerns people with learning disabilities became.the focus of a 
number of government policies aimed at improving their health and increasing their access to
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community health services (Department of Health, 1992, 1995, 1998, 2001). However, a 
recent study conducted with a small number of people with learning disabilities found that 
each of the fifteen participants had some form of physical health problem (Fernando, 
Cresswell and Barakat, 2001). Previously unrecognised conditions revealed during the health 
assessment included cardiac murmurs, raised blood pressure, obesity and blood abnormalities, 
and the study demonstrated that despite the efforts of many, problems in identifying illness 
and obtaining appropriate treatment continue to exist for people with learning disabilities.
1.2 Tackling the problems 
National responses
New national strategies and commissioning guidelines have demanded changes in health 
policies, procedures and targeting priorities. The most recent strategy outlined in the 
document ‘Valuing People’ (Department of Health, 2001), sets out objectives to be achieved 
in providing new opportunities and a greater sense of control for children and adults with 
learning disabilities and their families. This “strategy for the 21st century” (Department of 
Health, 2001) incorporates many different aspects of the individual’s everyday life. In 
addition to focusing on health, the strategy targets housing, employment and leisure, calls for 
greater support during the transition from child to adulthood, and seeks to enable families and 
carers to fulfil their roles more effectively. Local health and social services are provided with 
objectives to ensure that they are staffed by appropriately trained people, and that local 
agencies work in partnership to provide services of high quality and best value.
The objectives most directly relevant to improving the health of people with learning 
disabilities are as follows:
O b jective  5: G ood h ealth
To enable people w ith learning disabilities to access a health service designed  around their 
individual needs, w ith fast and convenient care delivered to a consistently h igh  standard, and  
w ith  additional support where necessary.
O b jective  10: W ork force  and p lan n in g
To ensure that social and health care staff w orking w ith people w ith  learning disabilities are 
appropriately skilled, trained and qualified; and to promote a better understanding o f  the needs  
o f  people w ith  learning disabilities am ongst the w ider workforce.
(Department o f  H ealth, 2001 , p  25)
Local service development projects
Numerous services have piloted different schemes to try to boost the opportunity for contact 
between health professionals and people with learning disabilities. Projects to date have 
included offering comprehensive health checks with physical examination performed by 
general practitioners (Hayward and Kerr, 1998); the development of a health assessment 
checklist for regular use by care staff (Matthews and Hegarty, 1997); health screening clinics
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run by community learning disability nurses within two adult training centres (Meehan, 
Moore and Barr, 1995); and a physical and psychological screening performed by the project 
researchers with findings passed on to the person’s GP (Martin, Roy and Wells, 1997).
All these projects aim to provide the individual with an accessible point of entry to health 
services, overcoming the barrier created by the ‘healthcare on-demand’ model of the NHS 
(Turner and Moss, 1996). There is universal acknowledgement of the difficulties many 
people with learning disabilities experience in identifying and communicating illness 
symptoms (e.g. Martin, Roy and Wells, 1997; Kerr, 1998; Barr, Gilgunn, Kane et al, 1999). 
A barrier is created when a person with a learning disability is expected to enact a major part 
of this process independently in order to obtain help and treatment for an illness.
Researchers have presented the results of screening programmes in different ways: Barr et al 
(1999) describe their identification of previously unrecognised and untreated problems and 
report that all were referred for further investigation. They also note the additional benefits 
health screening may bring in increasing quality of life, creating opportunities for health 
promotion activities and raising the political profile of the health needs of people with 
learning disabilities. This latter point was perceived to be an important step toward obtaining 
adequate recognition and funding for these services (Barr et al, 1999), but there was concern 
that, the screening might come to be viewed as an end in itself rather than as a bridge to
*i
further action to achieve a healthy lifestyle.
Martin, Roy and Wells (1997) evaluate their screening programme in terms of individual 
health gain, measured by reviewing the case notes of those undertaking a health check one 
year earlier. In terms of physical health, some gains were reported as tests, vaccinations and 
referrals had been performed or arranged during the interim period, but other physical 
problems remained outstanding. Martin et al (1997) described very little positive change in 
the mental health of those screened; they found that problems previously detected through 
their use of a carer checklist (developed from the Psychiatric Assessment Schedule for Adults 
with a Developmental Disability (PAS-ADD) (Moss, Goldberg, Patel et al, 1993)) were either 
unrecorded in patient notes or if noted, problems remained unchanged or had worsened over 
the year. Martin and his colleagues observed that both people with learning disabilities and 
health professionals required training and support to be able to communicate and understand 
each other effectively.
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Matthews and Hegarty (1997) recognised the heavy responsibility placed upon the carers of 
people with learning disabilities who have difficulty in identifying their own illness 
symptoms. They designed a health surveillance checklist specifically for carer/staff use in 
identifying illness or the health needs of the person with a learning disability; ‘The OK Health 
Check’ featured 115 questions concerning medication, physical and psychological health 
processes, lifestyle risks and hygiene. Validity and reliability tests demonstrated that use of 
the checklist provided more extensive information about the health of clients in residential 
settings and an assessment and treatment unit than did an unstructured health assessment 
form. It resulted in a high level of inter-rater reliability (92.46%, range 84.1 - 97.68% 
(Matthews and Hegarty, 1997)). The long-term impact upon the health of the individual has 
yet to be assessed.
Focusing on the individual person
The difficulties encountered in the communication between people with learning disabilities 
and health staff noted by many clinicians and researchers (e.g. Martin et al, 1997) became the 
focus of a project led by two psychologists. Dodd and Brunker (1999) developed a training 
programme to increase the ability of the individual to understand and communicate about 
illness. Consultation with GPs revealed the fundamental information required to facilitate the 
diagnostic process and this was incorporated into a twenty-part teaching programme with 
additional supporting materials. The pilot study reported the successful implementation of 
this programme with ten people with learning disabilities. Participants were taught the names 
and functions of body parts and the importance of informing others when feeling unwell. 
Communication aid cards depicting areas of the body, images of pain such as headache and 
sickness, pain descriptions such as shooting and throbbing, and a severity scale were used to 
teach participants how to communicate the different aspects of pain.
Although small in terms of participant numbers, this study challenged widely held 
assumptions concerning the ability of people with learning disabilities to learn health-related 
information. Dodd and Brunker (1999) concluded that it was possible to teach people with 
learning disabilities new knowledge relating to their body and that this could facilitate better 
identification of illness, consequently improving the individual’s health and well-being. The 
long-term effects of this psychoeducational intervention have yet to be evaluated.
1.3 Communicating about illness
The projects outlined above target different aspects of the health care process and utilise a 
variety of methods to ensure that signs of illness and disease in people with learning
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disabilities are recognised and communicated to the appropriate health care professional. In 
all studies communication about health and illness is recognised to be of significant 
importance to achieving health care and thus good health itself. Communication in this 
setting is, as always, a two way process and both the individual and the health professional 
require skills in conveying and comprehending information (Rodgers and Russell, 1995; 
Turner and Moss, 1996).
The service-related studies described above have developed procedures that circumvent the 
need for the individual to initiate direct communication with the health care professional. 
Sooner or later the need to communicate reappears as information is both sought from and 
provided to the person with the illness or health concern. Few studies have adopted the 
individual approach of Dodd and Brunker (1999) who focused upon augmenting the 
communicative abilities of the individuals with learning disabilities. There is also little 
published research describing interventions with health professionals although some authors 
have acknowledged their role in such training events.
1.4 Health psychology and the general population
Communication
Within the domain of health psychology, communication between health professionals and 
patients has been examined in order to further understanding of the factors that affect people’s 
health behaviours (cf. Ogden, 1996). Early studies suggested that compliance with medical 
instruction could be predicted by a combination of patient satisfaction with the process of 
consultation and their understanding and recall of the information provided (Ley, 1989). This 
model enhanced the role of the patient in the medical process by highlighting the active part 
they play in any consultation and its subsequent outcome, but it was based upon the 
traditional view of the doctor as the expert giving advice to a compliant patient (Ogden,
1996). This view has evolved over time and the current climate of the NHS is one of 
collaboration and information giving, and overall, seeks to empower patients to make 
informed decisions about their own health. The notion of compliance has given way to that of 
adherence in an attempt to emphasise the interaction between health professional and patient 
and the element of choice inherent in the following of medical advice.
Beliefs about illness
Other research under the auspices of health psychology has examined the content and 
structure of patient beliefs in order to develop greater understanding of the patient’s 
experience of illness. This knowledge was originally sought to inform health promotion
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campaigns (Leventhal, Meyer and Nerenz, 1980). Leventhal et al conceptualised people as 
active processors of information about illness, at the time challenging the dominant view of 
patients as simply passive recipients within the health care system, and they proposed that the 
problem of illness may be tackled with similar problem solving strategies employed within 
other aspects of the person’s daily life.
Leventhal et al (1980) observed that a patient’s idiosyncratic conceptualisation of illness 
influenced the uptake and continued use of treatment for those diagnosed with hypertension, 
and appeared to directly impact upon the levels of distress experienced by patients undergoing 
treatment for cancer. This study also illustrated differences between the professionals’ 
understanding and beliefs about illness and the ‘lay’ theories developed by patients. 
Leventhal et al (1980) defined these illness cognitions or representations as they are often 
called, as the patient’s own common sense beliefs about their illness. The cognitive 
representation of the illness is proposed to be the key component within a problem solving 
system that motivates and generates the individual’s efforts to regulate their own health 
(Leventhal and Benyamini, 1997).
A full review of the illness cognition model developed by Leventhal and his colleagues and 
refined by other researchers (Lau and Hartman, 1983; Bishop and Converse, 1986) is beyond
the , scope of the present study, but is discussed in detail in the review on mental
%
representations of illness contained within this volume (Butler, 2000). Briefly however, 
Leventhal et al (1980) proposed four consistent components within the illness representation. 
A fifth component was identified by Lau and Hartman (1983) following research into the 
illness representations held by people with less severe illnesses than those studied by 
Leventhal and his colleagues. These components are shown in Table 1.
Table 1. The components of illness representations (Leventhal et al, 1980)
Component Description
Identity The label given to the illness and the symptoms experienced
Cause Beliefs about how the illness was contracted
Timeline Beliefs about course and duration of the illness
Consequences Perceptions of the possible effects of the illness upon the life of the 
person and its ultimate outcome
Cure Concerned with the recovery from illness and the extent to which the 
person believes it to be controllable
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These five common components have been repeatedly found in studies of healthy adult 
populations and in those with acute or chronic disease (e.g. Lau and Hartman, 1983; Lau, 
Bernard and Hartman, 1989; Bishop and Converse, 1986; Bishop, 1991). Research conducted 
with children has also revealed evidence of three components, identity, cause and 
consequences, but found those pertaining to timeline and cure to be less prevalent within the 
illness representations of the groups of 8 to 11 year old participants (Chorlton, 2000). The 
model has also been used to understand a variety of illness behaviours including adherence to 
medical advice (Meyer, Leventhal and Guttman, 1985), coping and adjustment in chronic 
illness (Moss-Morris, Petrie and Weinman, 1996) and help seeking during myocardial 
infarction (Home, James, Petrie et al, 2000).
Criticisms ofLeventhaVs generic illness representation model
Like most, the model of illness representations also has its limitations in accounting for all 
observed behaviours and beliefs. Studies have identified different combinations and different 
components (e.g. Hampson, Glasgow and Toobert, 1990; Heijman and de Ridder, 1998). 
Researchers have challenged the proposition that each component is independent of the others 
(e.g. Hampson, Glasgow and Zeiss, 1994) and observed how the content of illness 
representations may differ as a function of the type of illness experienced (e.g. Scharloo, 
Kaptein, Weinman et al, 1998; Heijman and de Ridder, 1998). Whilst each of these studies 
may present challenges to the details of the model proposed by Leventhal et al (1980; 
Leventhal, Benyamini, Brownlee et al, 1997), they have in common the finding that people 
develop their own ideas and beliefs about their illnesses. These beliefs can throw light on 
some of their emotional and behavioural responses and, on some occasions, begin to explain 
different experiences of illness. Weinman and Petrie (1997) write, “individuals constmct 
models, internal representations, or schema, which reflect their pooled understanding of 
previous experiences and are used for interpreting new ones and planning their behaviour.” 
(p. 113). These authors perceive early exploration of a patient’s illness perceptions to be 
essential for effective patient management and the identification of factors that may help or 
hinder illness adjustment. In addition, taking into account the beliefs of the individual is seen 
to be compatible with the collaborative approach to health care currently being supported.
1.5 Health psychology and people with learning disabilities
The research aimed at improving the access and use of health care systems by people with 
learning disabilities and increasing their understanding of illness has not appeared to draw 
upon models of illness representation in designing their interventions. There has been little 
exploration of the understanding people with learning disabilities have about illness and
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disease. The influence of their personal beliefs and internal models of illness upon their use 
of health services and their identification, coping and adjustment to illness is consequently 
unknown. Some studies specifically exclude people with learning disabilities from 
participating in the research (e.g. Kemp, Morley and Anderson, 1999).
Studies have investigated some aspects of people with learning disabilities’ illness 
experiences; Bromley, Emerson and Caine (1998) developed a self-report measure to assess 
pain in this population and Arscott, Kroese and Dagnan (1999) have investigated knowledge 
of medication and the ability to consent to treatment (Arscott, Dagnan and Kroese, 1999). A 
literature search conducted using Psychlnfo and Medline revealed only one study researching 
how individuals with mild or moderate learning disabilities’ conceptualise physical illness 
and its cause. In this study March (1991) compared the understanding of 54 adults with 
learning disabilities, aged 23 to 51 yrs, to a model devised by Bibace and Walsh (1981) (see 
Table 2) that outlined six sequential stages in the development of illness concepts through 
childhood. This model was based upon Piaget’s theory of general cognitive development and 
proposed that a child’s concept of illness developed in a stage-like manner that was 
comparable to the child’s level of developmental-cognitive maturity. Bibace and Walsh 
(1981) argued that “the type of explanation of illness given would vary as a function of the 
developmental status of the subjects" (p. 43).
March (1991) administered the Concept of Illness protocol (Bibace and Walsh, 1980), and 
two measures of the concept of physical causality in order to compare participants’ level of 
understanding in this domain with their understanding of the causes of illness. Participants’ 
responses were scored on a hierarchical scale of zero to six for all three measures, with higher 
levels signifying explanations of greater complexity.
A significant positive correlation between the complexity of the causal explanation of illness 
and participants’ intellectual ability measured by Raven’s Coloured Matrices (Raven, Court 
and Raven, 1984) was recorded. The remaining results were ambiguous in terms of linking 
the developmental stage achieved in the concept of physical causality with that assigned to the 
concept of illness. March (1991) attributes this ambiguity to the imprecise sampling 
procedure which demanded only that participants possess some verbal communication ability. 
Of the 52 participants completing the study, fifty-one gave answers that were classified as 
falling within the first four stages of the six outlined below. Only one participant’s answer 
was considered comparable with that expected of the internalisation stage (Stage 4).
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Table 2. Development of the concept of illness (Bibace and Walsh, 1980)
L a b e l Description
0 -  In co m p reh en sio n  o f  
q u estion
P reoperational s ta g e
1 -  ‘Phenominism ’
2 - ‘Contagion’
A ttr ib u tio n  o f  il ln e s s  to  ex tern a l, co n cre te  p h en o m en a  w ith  
n o  sp a tia l or  tem p ora l re la tion sh ip  to  th e  i l ln e s s
O rig in  o f  i l ln e s s  attributed to  p e o p le  or  o b jec ts  th at are 
p ro x im a te  b u t n o t to u ch in g  th e  i l l  p erso n , w ith  m a g ica l 
ex p la n a tio n s  o f  tra n sm iss io n
C on crete  on eration a l s ta g e  
3 -  ‘Contamination ’
4 -  ‘Internalisation’
I lln e ss  lo c a te d  in  another o b jec t o r  p erso n , tran sm itted  b y  
p h y s ic a l c o n ta c t
I lln e ss  e x p la in e d  in  term s o f  e v e n ts  in s id e  th e  b o d y , ca u se  
m a y  b e  ex te r n a lly  lo ca ted  w ith  so m e  c o n fu s io n  ov er  
fu n c t io n  an d  lo c a t io n  o f  in ternal organ s
F orm al op eration a l s ta g e
5 -  ‘Physiologic ’
6 -  Psychophysiologic ’
E xtern a l ex p la n a tio n  m o re  sp e c if ic  and  il ln e s s  p e r c e iv e d  to  
b e  th e  resu lt o f  a  m a lfu n ctio n  o f  an  in ternal organ . 
S e q u e n c e s  o f  il ln e s s  ev en ts  o ften  d escr ib ed
B o th  p h y s io lo g ic a l and p sy c h o lo g ic a l ex p la n a tio n s  ev id en t  
in  u n d ersta n d in g  illn e ss
'"S
This study was particularly concerned with eliciting ideas pertaining to the causes of illness, 
but in trying to categorise the explanations within a developmental stage, the results appear to 
be suggesting that there is something limited about the participants’ responses (Hergenrather 
and Rabinowitz, 1991). In an example provided a participant’s response is classified as 
falling within the contamination stage; Question “How do you get ill?”, Response “From 
being in the sun too much in the summer. The sun goes in my eyes and I get too much sun 
bum” (March, 1991, p. 86). It is possible that this participant experienced sunstroke and that 
this contamination explanation is appropriate. In addition, classifying this as typical of a 
child in the concrete operational stage of development may unnecessarily maintain the 
stereotypical view that people with learning disabilities have limited scope for understanding 
the concept of illness. It may also inhibit progress made to date in challenging the view of 
these adults as ‘eternal children’ (Emerson et al, 1998).
Hergenrather and Rabinowitz (1991) identify limitations in using Piaget’s stage theory to 
account for illness concepts in children. They cite examples of similar behaviours being 
represented as evidence of different kinds of operational thinking, the unreliability of standard
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Piagetian tasks as measures of a child’s level of operational thinking and problems in 
applying general stages as an explanation of knowledge within a specific domain 
(Hergenrather and Rabinowitz, 1991). These limitations apply equally to the use of this 
framework with adult participants.
Illness representations and people with learning disabilities
Research into the illness representations of people with learning disabilities could provide an 
opportunity to explore the type of knowledge acquired in the course of their everyday lives, 
providing insight into the range, nature and complexity of concepts held, and may also 
illustrate how the person communicates their knowledge of illness. Findings of this nature 
could enhance our understanding of the impact having a learning disability might have on the 
perception and representation of illness and provide information useful in the education of 
health and other staff. It would also inform health promotion work and GP and other health 
consultation processes in highlighting the different styles of communication and variability in 
beliefs that are likely to exist within this heterogeneous population. Finally, the inclusion of 
adults with learning disabilities in research utilising theory that has equal validity with adults 
and children supports the ideas of normalisation (Wolfensberger, 1975).
1.6 Research questions and the present study
The. literature pertaining to the understanding that people with learning disabilities have of 
illness has yet to adequately represent the extent of the person’s knowledge. There is a need 
to address numerous questions regarding the nature of illness beliefs and their impact upon 
behaviour in this population. The first aim of this study is to begin to discover how illness is 
experienced and understood by people with learning disabilities and to identify what features 
of their experience and knowledge contribute to this understanding. The second aim is to 
compare the findings from this study with the literature pertaining to illness representation 
and highlight areas of similarity and difference. And thirdly, this study aims to explore 
whether the experience of different types of illness has any effect upon the way illness is 
represented.
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2. Method
2.1 Research Design
Rationale fo r  the methodology employed
The paucity of research investigating how people with learning disabilities understand illness 
meant that this study was of necessity, an exploratory investigation. The emphasis on 
discovery and exploration implied the need for a research method that was concerned with 
meaning and understanding rather than the production of generalisable statements. Given that 
these participants might also experience some difficulties in responding to questions about 
illness, the ability of the researcher to be flexible and sensitive to their needs was deemed 
particularly important in creating the optimal conditions for their participation. The research 
methodology was therefore required to support interaction between the researcher and 
participants and to subsequently acknowledge the influence this may have exerted upon the 
data collected. When all these factors were considered a research method situated within the 
qualitative paradigm appeared the most appropriate framework within which to conduct this 
study.
Principles o f  qualitative research methodology
Most qualitative research methods begin with the ontological assumption that there are many 
world realities that are socially and experientially based (Chamberlain, Stephens and Lyons,
1993). Viewing reality as constructed through experience and interaction means that
%
researchers must acknowledge that each individual may experience, perceive and represent 
reality differently. The research process must adequately reflect these multiple views and 
meanings, but also enable any commonalties to be identified. Chamberlain et al (1997) argue 
that qualitative methods provide a means for representing individual viewpoints in a manner 
that is complementary rather than opposed to the “time and context-free generalisations” 
obtained through quantitative research methods (p. 694). Both methodological approaches 
are considered to provide equally valid but different perspectives of the psychological 
phenomena under examination (Yardley, 2000; Chamberlain et al, 1997).
The principles of qualitative research also incorporate the idea that “the knowing of someone 
else cannot be separated from the process of knowing oneself’ (Sciarra, 1999, p39); 
researchers cannot divorce themselves from their own experiences and knowledge, and in fact 
have to draw upon these in order to understand others. Thus the researcher is recognised as 
significant in shaping all aspects of the project, from choosing the topic of study and 
formulating the questions to be asked, to interpreting and representing in written form the data 
collected (Smith, Harre and Van Langenhove, 1995).
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Qualitative approaches vary widely in their methodologies and associated epistemologies. 
Yardley (2000) believes that this diversity has at times, hindered demonstrations of the value 
and integrity o f the overall approach, but she argues that attempts to streamline the methods 
would unacceptably limit the possibilities for knowledge. Selection of the most suitable 
qualitative method to use is achieved through consideration of the project’s characteristics, 
the research questions to be addressed and the principles and procedures of the different 
qualitative methods available (Turpin et al, 1997). In this study interpretative 
phenomenological analysis was selected as the most appropriate method of collecting and 
analysing the data relating to the participants’ beliefs about illness.
Description o f  Interpretative Phenomenological Analysis
Interpretative phenomenological analysis (IPA) is an increasingly popular qualitative 
approach to investigating psychological aspects of health and illness. Differences observed in 
the perceptions and beliefs of people experiencing very similar physiological illnesses are 
seen as an opportunity for research to reveal something about the subjective processes 
underpinning a person’s interpretation of their health status (Smith, Flowers and Osborn, 
1997). IPA seeks to capture how individuals perceive and respond to their illness experiences 
and allows “participants to tell their own story, in their own words” (Smith et al, 1997, p.68).
Unlike some other qualitative methods, IPA assumes that a person’s thoughts and beliefs may 
be represented in their verbal responses. Smith (1996) acknowledges that a participant’s 
thoughts are unlikely to be readily available from interview transcripts. He states that 
“Access [to the participant’s personal world] is both dependant on, and complicated by, the 
researcher’s own conceptions which are required in order to make sense of that other personal 
world through a process of interpretative activity” (p 264). The search for meaning requires 
extensive interpretative work by the researcher (Smith, Jarman and Osbom, 1999) and, as the 
statement above implies, this process is inevitably shaped and ultimately limited by, the 
researcher’s own beliefs and experiences. The account that results from the interpretative 
phenomenological analytic process is consequently considered to be a “joint product o f the 
reflection by both participant and researcher.” (Smith et al, 1997, p68).
The influence of the principles of symbolic interactionism is also evident in IPA’s recognition 
of the research interview as a dynamic interaction between two people. This differs 
significantly to the positivist approach underlying quantitative methods where neutrality and 
objectivity are desired qualities and subjectivity is perceived as compromising the research 
project (Sciarra, 1999). In contrast to quantitative research, this open acknowledgement of the
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influential role of the researcher is held up as a strength of IPA and some other qualitative 
approaches.
This study was concerned with elucidating how people with learning disabilities understand 
and represent the concept of illness. The published research into illness representation 
suggests that a person’s direct and indirect experiences of illness are significant influences 
upon the structure and content of these beliefs (Leventhal, Diefenbach and Leventhal, 1992). 
IPA’s commitment to drawing out and making sense of individual experience was considered 
appropriate to achieve the goals of this study. In addition, the anticipated role of the 
researcher in actively supporting the participants to reflect upon and articulate their illness 
experiences was incorporated and acknowledged by IPA’s explicit recognition of the resultant 
accounts as co-produced by participant and researcher.
2.2 Instruments used in the study 
The interview schedule
Semi-structured interviews were deemed the appropriate method of data collection. This 
approach facilitates rapport building, affords the interviewer the flexibility to probe 
interesting areas and follow the participant’s own thoughts and ideas, and ultimately produces 
richer data than structured interviews (Smith, 1995). An interview schedule was constructed 
in accordance with Smith (1995) who suggests that researchers consult the existing literature 
in order to identify areas of interest and relevance to the project. To this end, the researcher 
consulted both health psychology literature and published studies describing qualitative 
research with people with learning disabilities, and also held discussions with colleagues 
experienced in working with this population.
The five components of illness representations (Leventhal et al, (1980), Lau and Hartman, 
(1983)) were identified as the principle areas of interest, and the interview schedule was 
devised around these components (see Appendix 1). The questions outlined in the schedule 
identified the topic of interest and were intended to be prompts to guide the researcher during 
the interview: The wording of each question was to be adapted in accordance with the 
language used and seemingly understood by the individual participant, and tailored to fit the 
characteristics of the actual illness under discussion at the time. Therefore, the questions were 
not read out verbatim, but were assimilated into the conversation between the researcher and 
participant. In using the interview schedule in this way the researcher retained significant 
flexibility to explore each participant’s illness beliefs and was able to facilitate his or her 
understanding and participation.
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The role o f language and language screening tests
The qualitative methodology and the semi-structured interview format were, in part, selected 
as a means of overcoming some of the communication problems experienced by people with 
learning disabilities in relation to reporting illness, as they allowed the researcher to check 
and clarify the meaning intended by each participant. It was however, acknowledged that this 
was unlikely to resolve all difficulties that might arise. In particular, the reliance upon 
language as the medium of information exchange can present problems of acquiescence 
unless the question format is carefully considered (Dagnan, Dennis and Wood, 1994). Some 
have supported the use of pictures to aid comprehension (March, 1992), but these too have 
been found to have limitations, especially with people with limited language abilities 
(Cardone, 1999). In an evaluation of different questioning methods for obtaining 
meaningful information from people with learning disabilities, Cardone (1999) concludes that 
researchers should adopt more qualitative approaches as forced choice questions, both with 
and without pictures, made responding difficult.
Two language screening tests were administered in order to provide information regarding the 
language abilities of the participant group. This information may be considered alongside the 
demographic data and illness experiences of the individuals (see page 188) and is provided in 
order that readers may judging the range of persons and situations to which the findings of 
this; study might be relevant. ‘Situating the sample’ in this manner is considered good 
practice for qualitative research by Elliott, Fischer and Rennie (1999) and is included in the 
set of guidelines developed by these authors for use in reviewing qualitative research studies 
for publication. These screening tests were also perceived as potentially useful in considering 
the influence of language ability upon the interviews conducted.
i) The Test of Receptive Grammar (Bishop. 1983).
This is an individually administered, multiple-choice test designed for use in clinical settings 
to assess the comprehension of grammatical structure within spoken language. Although not 
designed to measure understanding of everyday language as this is supplemented by many 
linguistic and non-linguistic cues (Bishop, 1983), it does provide an estimate of the type of 
questions and conversation likely to be correctly understood. Normative data has been 
gathered from groups of adults and children.
ii) The Renfrew Action Picture Test (4th edition, Renfrew, 1997).
This test allows samples of spoken language to be evaluated in terms of the information 
provided and the grammatical structures used by the respondent. It measures participants’
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e x p r e ss iv e  la n g u a g e  a b ilit ie s  th rough  q u estio n s  a sk ed  ab ou t th e  co n ten t o f  card s d ep ic t in g  
e v e r y d a y  scen es  (ie . a  w o m a n  rem o v in g  a  c h ild ’s  W e llin g to n  b oo t, a  m an  r id in g  a  h orse , a  
d o g  t ie d  to  a  p o st, a  ch ild  p o stin g  a  letter). O r ig in a lly  d e v e lo p e d  fo r  u se  w ith  ch ild ren  a g ed  3 
to  8 y ea rs , th is to o l h as n o t y e t b een  stan d ard ized  fo r  u se  w ith  ad u lts and is  n o t  u se d  h ere  to  
p ro v id e  n orm ative  data. Instead , th e  raw  sco res  are p resen ted  a s  a  m eth o d  o f  d e scr ib in g  th e  
p artic ip an ts’ in d iv id u a l a b ilit ie s  and th e  o v era ll grou p  m ea n  and standard d ev ia tio n .
2.3 The sample
Sampling method
In a ccord an ce  w ith  th e  p r in c ip les  o f  IP A , p artic ip an ts w e r e  n o t s e le c te d  to  b e  e x e m p la r s  o f  
an y  particu lar p o p u la tio n  or ex p e c te d  to  sp ea k  o n  b e h a lf  o f  th e ir  p eers, b u t in stea d  are  
p e r c e iv e d  to  “p ro v id e  sp e c if ic  in stan tia tion s o f  th e  p sy c h o lo g ic a l e x p e r ie n c e ” (O sb o rn  and  
Sm ith , 1 9 9 8 , p .6 8 )  o f  th e  p h en o m en a  u n d er in v es tig a tio n .
Criteria fo r  inclusion in the study
P artic ipants w ere  recru ited  from  a  p o st-seco n d a ry  ed u ca tio n a l cen tre  (L earn er  S u p p ort  
C entre) th a t p rov id ed  fu ll and p art-tim e co u rse s  fo r  stu d en ts w h o  h a v e  p h y s ic a l, lea rn in g  or  
se n so r y  d isa b ilitie s . E lig ib ility  criteria  for  en try  to  th e  stu d y  w e r e  a s  fo llo w s:
a ) a g ed  b e tw e e n  16 and  2 5 y ea rs  
'% b ) co m m u n ica tio n  v ia  sp o k en  la n g u a g e
c ) co m p u lso ry  seco n d a ry  ed u ca tio n  c o m p le te d  a t a  sc h o o l fo r  p u p ils  w ith  m o d era te  
learn in g  d if f ic u lt ie s1 (M L D )
1 Emerson et al (1998) identify the most comprehensive and widely accepted definition and 
classification system as that provided by the American Association on Mental Retardation (AAMR) in 
which ‘mental retardation’ is “characterised by significantly sub-average intellectual functioning (IQ 
score <70), existing concurrently with related limitations in two or more ... adaptive skill areas” 
(AAMR, 1992, cited in Emerson et al, 1998, p 22). Ten adaptive skill areas are specified and these 
include communication, social skills, health and safety, work, leisure and self care. The World Health 
Organisation provides a classification system for identifying the severity of learning disability based 
upon IQ score; a score falling between 50 and 70 would be classed as mild learning disability, 35-49 as 
moderate learning disability, 20-34 as severe and <20 as profound learning disability (WHO, 1992).
The terminology in education is slightly different, referring to pupils with learning difficulties rather 
than learning disabilities. Learning difficulties within this context are perceived as a special educational 
need (SEN), alongside other SENs such as visual and hearing impairments, emotional and behavioural 
difficulties, autism and language and communication difficulties (Male, 1996). Special schools for 
pupils with learning difficulties are divided into two categories -  moderate (MLD) and severe (SLD). 
In terms of IQ scores, moderate learning difficulties in the education setting is roughly equal to the 
mild learning disability category set out by the World Health Organisation (1992), and SLD 
incorporates those pupils who would score 50 or less on standard IQ assessment, merging the 
remaining three categories of the WHO system into one (Scott, 1994).
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Ethical approval
The proposal outlining the main aims, objectives and methods, accompanied by copies of the 
interview schedule, questionnaire, information sheets and consent forms (see Appendices 1, 2, 
3, 4, and 5) were submitted to the University Advisory Committee on Ethics at the University 
of Surrey. The Committee’s letter of approval may be found in Appendix 6.
Recruitment o f participants
The study was introduced to the students by the staff team at the Learner Support Centre. 
Following this brief summary of the project, the researcher attended the centre one day per 
week and initially sought volunteers from students gathered together in the coffee lounge 
during lesson breaks. Further participants were recruited through a ‘snowballing’ technique 
where participants were asked if they knew of another person attending the centre and under 
25 years old who might be prepared to take part. Staff were also asked to identify students 
under 25 years old.
This method of recruitment resulted in twenty-eight people being invited to speak with the 
researcher in order that the study be explained fully and they be given the opportunity to agree 
or refuse to become involved. Three people declined this initial invitation and the remaining 
twenty-five people who undertook to leam more about the project agreed to participate and 
signed the consent form. Of the twenty-five interviews, three were inaudible on tape and six 
participants were later found not to have attended a school for people with learning 
disabilities and therefore did not meet this aspect of the eligibility criteria. For the purposes 
of this study sixteen interviews were transcribed and twelve were utilised in the analysis 
(three transcripts were contained on a damaged disk and required the transcribing process be 
repeated, and one interview contained information inappropriate for use in this study and was 
omitted from the analysis in order to protect the confidentiality of the participant concerned).
2.4 Participant Group
Demographic data
The sample consisted of 12 participants, four females and eight males aged between 17 and 
24 years (mean age 20.67 years, s.d. = 2.61). The mean length of attendance at the Learning 
Support Centre was 2.2 years (s.d. 1.29, range 1 term to 5 years). Ten participants resided 
within the home of their family of origin (nine with their birth or adopted parent(s) and one 
with grandparents) whilst two female participants lived in ‘group homes’. The ethnic origin 
of all the participants was ‘White European’ with English as their first language. Five
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participants worked part-time. Their jobs included volunteer in a local theatre, factory work, 
cleaning, portering and shop work.
Illness experience
The illnesses experienced directly by the participants were identified through their completion 
of the Health Questionnaire and are presented in Table 3. On some occasions further illness 
experiences emerged as the interview progressed and these are also included in the table. In 
terms of physical ability, all of the participants were independently mobile, although two 
described permanent weakness in a specific area of their body (one participant identified both 
legs and the other indicated the weakness to encompass the whole of her right side, including 
her arm and leg). In terms of frequency of illness, one participant identified herself as ‘Rarely 
ill’, nine selected ‘Occasionally ill’, one participant selected ‘Often ill’ and one selected 
‘Other’ and explained that he had “fits once a year”.
Table 3. Illnesses experienced by participants. (Qu. 6, Health Questionnaire)
(Num ber in  brackets refers to the number o f  participants identifying this illness)
Everyday illnesses Chronic illnesses Serious illnesses
C old (8) F its/E pilepsy (2) V iral m eningitis (1)
C ough (4) Skin disorder/psoriasis (2) W hooping cough (1)
F lu* (2)% A sthm a (1) C hicken pox (1)
Headache (2) Breathing problem s (1) B lood  clot in  leg  (1)
S ick  (1) Scratchy nerves (1)
B ad chest (1)
Bronchitis (1)
Sore throat and couldn’t speak (1)
Earache (1)
W eakness on right side (1 ) A llergies (1) K nocked dow n by a van, can’t
Pain in  back and shoulders (1) Broken ankle (1) see m uch out o f  right eye (1)
Chest tight, throat c losed  up (1) Spina B ifida (1) W aterworks problem s (1)
Language Screening Tests
All twelve participants completed the Renfrew Action Picture Test (4th edition) (Renfrew,
1997) and eleven of the twelve completed the Test for the Reception of Grammar (TROG) 
(Bishop, 1983). One participant refused to attempt the TROG on sight of the stimulus booklet 
but was happy to undertake the Renfrew Action Picture Test. The individual participant 
scores, means and standard deviations for the group are provided in Table 4.
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T a b le  4 . L a n g u a g e  S c r e e n in g  s c o r e s
V o lu n teer
N u m b er
R en frew  A ctic  
R aw
Inform ation  
(Maximum score -40)
n P ic tu re  T est  
scores
G ra m m a r
(Maximum score -  $6)
T R O G
P ercen tiles
V 2 38.5 32 60th
V 4 35 22 r ' - s *
V 5 35 27 50th
V 6 36 25 10th
V 8 39.5 29 < l st
V 9 30.5 19 < l st
V 10 35.5 22 5th
V 15 38 21 < l st
V 16 34.5 28 50th
V 19 38 27 R efused to com plete
V 22 34.5 24
V 24 33 18.5 1st
M ean 35 .67 24 .54
S tan d ard
deviation
2.54 4 .1 9
The Renfrew Action Picture Test (Renfrew, 1997) scores are presented in their raw form. 
This test has not been standardised on adults and therefore no attempt is made to translate 
these scores into age equivalents. A group mean and standard deviation has been calculated 
to aid any group comparison that may be required.
The TROG percentiles were calculated in accordance with the guidelines pertaining to the use 
of the test with adult participants as outlined in the manual (Bishop, 1983). As can be seen in 
Table 4, three participants obtained scores that placed their comprehension of grammatical 
structures within the average range (25th -  75th percentile). The remaining participants scored 
below the 25th percentile.
2.5 Administration o f the interviews
Consent procedure
Interested individuals were initially given a verbal description of the study and of the
requirements of participants. If they expressed further interest in taking part an appointment
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was made to meet the volunteer either later that day or the following week, in a private 
interview room provided for the researcher’s use in the Learner Support Centre. At the start 
of this scheduled meeting the study was again described verbally and a written information 
sheet was read to all prospective participants and given to them to keep for future reference 
(Appendix 2). Questions were encouraged and participants were informed of their right to 
refuse to take part, to decline to answer any question and to stop participating at any point 
without giving a reason why. Those who continued to express interest were asked to sign the 
consent form (Appendix 3) after it had also been read aloud and questions asked by the 
researcher to ensure that participants had understood what was required of them. After the 
interview was complete the researcher again checked with each participant that he/she was 
happy to permit the tape of the conversation that had just taken place to be used in the study.
Interview procedure
After signing the consent form participants were asked to complete a questionnaire about their 
current circumstances, school attended and illness history (Appendix 5). The language 
screening tests were then administered. The participants were oriented to the topic of illness 
by the researcher’s verbal description of the project, the reading of the information sheet and 
the completion of the Health Questionnaire2. The interview followed the general format of 
the interview schedule beginning with asking the participant to describe the illnesses that
he/she had experienced. In most cases these had been identified during the completion of the
y
questionnaire and the researcher was able to explore the participant’s experience of these 
illnesses in more depth. Questions were adapted and modified according to the context of the 
discussion and the individual abilities of the participant.
The interviews lasted between 25 and 45 minutes and were audio-taped and later transcribed. 
Participants were not paid for their involvement in the study.
2.6 Data Analysis
Smith et al (1999) outline a procedure for conducting IPA in which the analysis starts with the 
detailed examination of one interview transcript during which patterns of interest and 
significance to the topic under investigation are noted. This is followed by the development
2 It had been intended that the Health Questionnaire be completed by participants with support from a parent or 
carer in advance of the interview itself and then brought by the participant to the interview. This proved extremely 
difficult to orchestrate as it required participants to meet twice with the researcher and to remember to complete 
the questionnaire in the intervening period. During the preliminary discussions with those contemplating 
participation, most individuals expressed a preference for the tasks to be completed within one meeting. 
Consequently each Health Questionnaire was completed by the participant with the researcher writing down the 
information where necessary.
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of preliminary themes that are repeatedly refined until they seem to summarise essential 
elements of the participant’s account of his/her experience. Supporting evidence from the 
transcript text is identified for each theme.
This procedure is repeated with each subsequent transcript and the individual theme lists 
finally consolidated to create a list of master themes for the group. This idiographic, case 
study approach is usually considered appropriate for studies of around 10 participants because 
of the requirement for the researcher to hold in mind the emergent themes (Smith et al, 1999). 
Although there were twelve participants in this study some transcripts were shorter and less 
complex than others.
After the themes had been identified and organized to provide a consistent and meaningful 
account of this experience, the similarities and differences between these themes and the 
current literature base were considered.
2.7 Validity and reliability
As qualitative methods have gained popularity within clinical and health psychology and in 
health service research (Turpin et al, 1997), so many researchers have joined an ongoing 
debate regarding the validity and reliability of this methodology (eg. Turpin et al, 1997; 
Elliott et al, 1999; Merrick, 1999; Yardley, 2000). Some argue that these concepts do not 
belong in considerations of qualitative research as they stem from the positivist principles 
underlying quantitative research methodology and cannot simply be transferred onto 
qualitative research (Merrick, 1999). Others believe that it is possible to delineate criteria for 
assessing the quality of qualitative research that parallel the traditional evaluative criteria used 
in quantitative research (e.g. Lincoln and Guba (1985) cited in Merrick, 1999).
In a project spanning most of the 1990s, Elliott et al (1999) reviewed numerous standards and 
criteria that had been published over the years and developed a list of principles for evaluating 
qualitative research that was itself then subject to examination, comment and review. The 
published guidelines for evaluating qualitative research studies identify standards of good 
practice applicable to both qualitative and quantitative research and standards specific to 
qualitative studies alone (Elliott et al, 1999). It is these standards outlined below that were 
used to address the issues of reliability and validity in this study. The seven category titles 
are drawn from the guideline list devised by Elliott et al (1999, p 228-229).
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1. Owning one’s perspective
The researcher embarked upon this project with the belief that the voices of people with 
learning disabilities are frequently ignored, particularly within mainstream psychology 
research.. In undertaking this project the researcher hoped to demonstrate that people with 
learning disabilities could talk about their experiences and have interesting, relevant and 
informative issues to discuss. Having completed the project the researcher believes that her 
aims have been achieved.
2. Situating the sample
Basic information about the participants is provided to aid the reader in judging when and for 
whom the finding of this project might be relevant.
3. Grounding in examples
Examples of the raw data are provided to illustrate the analytic procedure and show how 
understanding of the phenomena developed over time.
4. Providing credibility checks
In verification of the themes identified by the researcher, another trainee clinical psychologist 
read two transcripts and identified themes and points she felt were emerging from these two 
interviews. These were then discussed and the thoughts and ideas arising from the discussion 
incorporated into the analysis. As a further audit of the themes and the evidence cited in their 
support, a different trainee clinical psychologist and a research psychologist read drafts of the 
analysis containing large extracts o f the transcripts. The aim was not to reach consensus and 
identify a definitive account of the participants’ texts, but to validate the researcher’s 
interpretation of the data and ensure that the theme was represented in the extract provided. 
The data collected in this study is also compared to the literature describing illness 
understanding and beliefs in the general population.
5. Coherence
The study is presented in structured, coherent format and contradictions and ambiguities are 
noted and discussed.
6. Accomplishing general vs. specific research tasks
The findings from this study are acknowledged as being limited to this group of young adults 
with learning disabilities and it illustrates how they conceptualize their own experiences of 
being ill. It is not necessarily generalisable to other groups of people with learning 
disabilities or to children or adults. It aims to provide information that may assist others but 
is not intended to be representative of this population as a whole.
7. Resonating with readers
The researcher has presented the study in a way that accurately captures the participants’ 
beliefs about illness and enabled readers to broaden their own knowledge of this area.
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3. Results
3.1 Overview
3.1.1 Interpreting the data
The analysis was informed by a number of factors. Firstly, the interpretation of individual 
extracts was informed by the reading of the whole transcript. Ambiguities were clarified by 
searching the individual transcript for additional supporting or conflicting evidence. 
Secondly, the predicted variation in the participants’ verbal abilities and their experiences of 
illness resulted in interviews that differed in length and in the range of issues discussed. In 
some interviews, the researcher’s prompting questions seemed to enable the participant to 
share a more elaborate description of his/her experience. As a consequence of both these 
features some of the transcripts contained more themes than others but the researcher 
remained alert for signs of acquiescence and suggestibility.
Finally, the researcher endeavoured to remain overtly aware of the influence o f her own 
knowledge, beliefs and personal experiences of illness. The presentation of verbatim extracts3 
to illustrate themes allows the reader to evaluate the researcher’s interpretation of the 
evidence contained within the individual transcripts.
3.1.2 Presentation of themes
During the interviews the participants described the illnesses that they had personally 
experienced, illnesses of others in close contact and occasionally, illnesses they had learned 
about during college lectures and other activities (i.e. watching TV). The analysis 
concentrated on identifying themes most pertinent to understanding how the participants 
make sense of their illness experience and on drawing out the factors that appear to influence 
this process. The themes to be presented here thus relate to the participants’ experience of 
their own health problems and include their views of relatives’ and friends’ illnesses where 
they are felt to define or illustrate a theme.
3.1.3 Summary o f themes
Four superordinate themes emerged through the analysis -  identifying illness, responses to 
illness, causes of illness and psychological consequences of illness. Within each of these 
were further subordinate themes that encapsulated the participants’ experiences and the 
identified influences upon their development that were evident in the participants’ transcripts.
3 Italic text within the transcript extracts denotes the voice of the researcher. Each extract is identified by the 
participant’s pseudonym and area within the transcript where it may be found e.g. Lucy: Lines 27-30
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3 .2  Id e n t ify in g  il ln e s s
A  stron g  n eed  to  id e n t ify  il ln e s s  w a s  reflected  in  a ll tw e lv e  tran scr ip ts  and  th is  w a s  a ch iev ed  
th ro u g h  a  variety  o f  d ifferen t m eth od s acro ss  th e  g rou p . T h e  p r o c e ss  o f  id e n t ify in g  illn e ss  
ap p eared  grea tly  in f lu e n c e d  b y  other p eo p le  in v o lv e d  in  th e  l iv e s  o f  th e  partic ip an ts.
3.2.1 Illness recognition
O n ly  a  fe w  p articipants se e m e d  con fid en t in  th e ir  o w n  a b ility  to  id e n t ify  th e  s ig n if ic a n c e  o f  
th e ir  fe e lin g s  and sy m p to m s. O ne participant, M ark, w a s  c le a r ly  co n fid e n t in  h is  d e tec tio n  o f  
i l ln e s s  and  h e d escr ib ed  th e  in s id io u s  d ev e lo p m en t o f  th e  f lu  h e  h ad  th o u g h t h ad  p a sse d  h im
So when you  caught the flu, what d id  you  do? You sa id  you  went to bed.
I said “Oh my!” I couldn’t believe it... I thought I’d escaped it. I was wrong.
Mmm. D id  you  think that... d id  you  see you r grandfather and grandm other with it? 
They came down with it, then I think my mother came down with it and that was the 
last one.
You thought yo u 'd  go t away with it?
Yeah. It wasn’t until the day before Christmas that I realized I was getting it myself. 
What made you  think you were going to g e t it?
I was walking down the street and I felt very weak. I went to get some medicine for 
my grandfather from the shop, I realized then I was getting it. It wasn’t until I had to 
go to the High Street a couple of hours later I realized that I had it. mmm  I thought I 
could hold it back, but I didn’t.
(Mark: Lines 55-70)
s - t  .
L u c y  id en tified  h er sy m p to m s a s  sign s o f  a  d e v e lo p in g  c o ld  b u t sh e  la ter a c k n o w le d g e d  th at  
sh e  p rob ab ly  w o u ld  n o t r ec o g n ise  an illn e ss  that sh e  d id  n o t  a lrea d y  k n ow :
LB: I  wonder i f  you  can tell me the names o f  any illnesses y o u ’ve had?
Lucy: I’ve only had something like a cough or a cold.
LB: Right uh uh. What was it like when you  h ad  those things?
Lucy: It was just like feeling all bunged up and stuffy like that.
LB: So you fe lt  bunged up and stuffy ... was there anything else?
Lucy: Well I had a slight cough,
LB: uh uh, What was that like?
Lucy: It wasn’t that pleasant.
LB: A n d  how d id  you  know when you  were getting this -  the cold?
Lucy: I could feel it all in my nose, the stuffiness and that, I couldn’t breathe so well.
LB: Oh dear. So that told you  that you  w eren ’t  very well?
Lucy: Yeah.
(Lucy: Lines 7-19)
LB: I t sounds like you  are quite up on what to do when you  have a cold. What i f  you
d idn ’t have a cold, how would you know i f  you  were ill?
Lucy: I wouldn’t know, it depends what it was.
(Lucy: Lines 185-187)
LB:
Mark:
LB:
Mark:
LB:
Mark:
LB:
Mark:
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Lucy’s difficulty in recognizing the symptoms of a novel illness was partly illustrated by her 
experience of her grandfather’s skin cancer around his eye. Despite seeing him every week 
Lucy was surprised to find that he had this illness and that it required surgical intervention.
LB: So when he h ad  the cancer, d id  you see it?
Lucy: H e d idn’t te ll anyone about it until a long tim e ago. H e said, “Oh I have had an
operation. It’s not m y w ife , she d idn’t beat m e up. I had an operation.” He w ent 
round telling  everyone.
LB: Oh right, so you  didn 't notice a t all?
Lucy: No.
LB: How d id  he know that he had it?
Lucy: I d on’t know.
LB: Do you  think yo u  would have seen it. D o you see you r granddad very often ?
Lucy: Y es. E very w eek. H e d idn’t tell m e about it, so I d idn’t notice.
LB: I  wonder how he noticed ........
Lucy: I d on ’t know.
(Lucy: L ines 242 -255 )
The need to identify the illness often appeared driven by an attempt to allay underlying fears 
and to create a sense of predictability about the illness. This was most evident in the 
transcripts of those who had experienced difficulty in identifying their illness. This difficulty 
appeared to evoke an anxiety in the participants that seemed to the researcher to stem from a 
fear of having something so unknown that it was also uncontrollable and dangerous. Claire 
acknowledged feeling frightened when her illness seemed to defy explanation by even her 
own doctor:
Claire: I had a m eningitis infection.
LB: Oh right. So what happened when you  had that?
Claire: I can ’t really .. .  I know  I felt really dizzy and that and I just kept being sick.
LB: Yeah?
Claire: I cou ldn’t get hom e. I w as out w ith m y friend at the time. It ju st cam e on just like  
that.
LB: Oh.
Claire: So w e had to get a taxi back and then managed to phone m y dad and go round the 
doctors w ith  him.
LB: Uh uh and what happened then?
Claire: To be honest I can’t remember because it w as about three years ago. I know  I had a 
headache for about tw o w eeks non-stop and nothing w ould m ake it go
LB: Oh really. So nothing would make it go?
Claire: N o  pain killers or nothing but it kept com ing back thumping at night.
LB: Oh right. So you  were taking painkillers?
Claire: Y eah. E very s ix  ... how ever m any I could have in  a day, I w as having.
LB: Right, gosh.
Claire: T hey w ere quite strong, I started o ff  w ith  the w eakest ones and I had to get them  
stronger and stronger and stronger to help me.
LB: Mmm. I t sounds as i f  it  w a s-
Claire: It w as quite bad -  it w as frightening
LB: Yes. What was frightening?
Claire: I didn’t know  w hy I w as getting these headaches and neither did the doctors until I
w ent up to the hospital about it, uh uh, and they said it must be a viral m eningitis
infection.
(Claire: L ines 1 7 -4 1 )
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3.2.2 The importance o f others in identifying illness
The importance of other people in identifying illness was reflected in a number of different 
ways across the participant group. Some participants discussed or reported their symptoms 
with a teacher, parent or keyworker or received comments from them that evoked a review of 
their initial hypothesis formed to account for their symptoms. Sometimes the other person 
provided a reassuring or, conversely, an anxiety provoking presence for the participant. 
Family members were perceived as figures of social comparison with participants feeling 
reassured by their relatives’ similar illness experiences.
A reassuring presence
Tim’s parents seemed to play an important role in affirming his own perception of a problem 
and in giving him permission to initiate an apparently familiar process of responding.
L B : When you  g e t a headache, do other peop le  know  that yo u  have a headache?
Tim: I tell my mum and dad I have a headache.
LB: Right. So what do they say?
Tim: H ave a tablet and I sort it out for m yself.
LB: Right. So you  can g e t the tablets.
Tim: Y es.
LB: D o you  know what they are?
Tim: Paracetamol I think.
LB: Right. So you  know how m any to take?
Tim: Y es.
LB: Oh that sounds good. So you  can sort it  out yourself.
Tim: Y es.
LB: A n d what happens i f  it  doesn't go  away when you  have taken the tablets. What do 
you  do then?
Tim: I have som e more rest, have a bit o f  a sleep.
(Tim: L ines 234-249)
Identifying a family illness
Most participants appeared to enjoy identifying a family connection between illnesses, 
although one participant actively strove to maintain a sense of himself as different to both his 
family and his peers when it came to coping with illness (see Mark, page 200). It appeared 
that a sense of belonging was created by the shared illness experience. Siblings Anne and 
Matt’s explanation of their psoriasis passing down through their family suggested that this 
process functioned to reduce perceptions of difference (see also page 201).
LB: Why do you think it started?
Matt: W ell it’s in my fam ily. A ll m y fam ily has had it
LB: Right. So they have all had psoriasis?
Matt: A ll m y relations have had it. I w as the first person to have it in m y fam ily and then it
w as my sister and m y dad.
(Matt: L ines 139-143)
LB: What started it?
Anne: I don’t know. It goes through m y fam ily; m y dad’s got it /m y  brother’s got it.
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LB: Oh really?
Anne: My uncle’s got it. Nearly everybody’s got it in the family.
LB: So it sort o f  seem s to be a fam ily  thing.
Anne: Yeah.
LB: D id  it start when they were a ch ild  as well?
Anne: Yeah.
(Anne: Lines 136-144)
L u c y ’s acco u n t o f  h er o w n  c o ld  and  h er  fa th er ’s  sn e e z in g  d ep icted  a  fa m ily  en v iro n m en t in  
w h ic h  illn e s s  w a s  a  shared  ev e n t an d  p erh ap s d rew  fa m ily  m em b ers together:
LB: So that to ld  you  that you  w eren ’t very well?
Lucy: Yeah.
LB: D id  you r mum know? .... do you  live at home?
Lucy: Yeah. Yes my mum caught it, my dad caught it. We all caught it together. My
brother hardly ever catches anything.
LB: H ow d id  you r mum and dad  catch it?
Lucy: I think they must have caught it off me.
LB: How would that happen?
Lucy: I don’t know but my dad sneezes and we say to him “Use a tissue!” (Laughter,
laughter) and he doesn’t.
LB: Oh no! (Laughter). So what happens?
Lucy: All the snot goes everywhere. (Laughter) We say “Look it has gone on the wall
now, wipe it!” and he wipes it with a tissue “Properly!” (Laughter plus gestures, 
laughter).
(Lucy: Lines 18-31)
The role o f  others in clarifying illness
Justin  had  n o ticed  h is  sn e e z in g  b u t h ad  attributed  it to  dust. W h en  o th er  p e o p le  id e n t if ie d  h is  
sy m p to m s a s in d ica tin g  h e  h ad  a  c o ld , Justin  th en  e n g a g ed  in  tak in g  care  o f  h im s e l f  an d  
r eco g n iz ed  h is  w o r se n in g  co ld .
LB: How d id  you  know you  h ad  a cold? What was the firs t thing?
Justin: I kept sneezing over and over again 
LB: Uhuh
Justin: And my nose was red
LB: Mmm mmm D id  you  say “oh I ’ve g o t a co ld ’’ or d id  someone else say that you  h ad  a
cold?
Justin: Other people noticed.
LB: Oh, d id  they? D o you  think they noticed before you  did?
Justin: Probably, I was thinking it was dust.
LB: So that is  what you  were thinking?
Justin: Mmm I was hoping it was dust 
LB: Right. But it  w asn ’t?
Justin: No 
(Justin: Lines 43-55)
LB: Sounds like you  d id n ’t  f e e l very w ell a t the time.
Justin: No.
LB: D id  you  carry on going to college?
Justin: No, I stayed at home because my cold was getting worser
LB: So you  stayed a t home?
Justin: Yeah
LB: A n d what d id  you  do a t home?
Justin: Sat down and rested 
(Justin: Lines 93-102)
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Michael appeared confident in his self-diagnosis of a cold, but then began to talk about an 
illness experience that seemed to worry him and he particularly emphasized the role of others 
in this experience. In this extract Michael identified how he initially ‘knew’ he had a cold -  
implying that he recognized the symptoms, but then he seemed to doubt his own perceptions 
or decision making processes as other people expressed their opinions about his problem:
LB: What was .it like when you  had a co ld
M ichael: N ot v e iy  nice  
LB: N ot very nice?
M ichael: N o
LB: Can you  describe it to me?
M ichael: I w as sniffing  
LB: You were sniffing
M ichael: And I sneezed quite a lot
LB: D id  y o u   how d id  you know it w as a co ld
M ichael: I knew  it was a cold w hen I saw  it 
LB: H ad you  had a cold before?
M ichael: N o
LB: D id  you  tell anyone that you  h ad a  co ld
M ichael: Told m y dad 
LB: What d id  he say?
M ichael: He let m e stay at hom e 
LB: H e let you  stay at home?
M ichael: Y eah
LB: What d id  you  do?
M ichael: Stayed in. I think it was, I can’t rem em ber w hat day it w as this year, I had to go
hom e for the day, about 11 because I d idn’t fee l so w ell. The teachers thought I had  
som ething wrong w ith m e 
LB: Oh dear
M ichael: Y eah, it w as a couple o f  days I w as ill, I d on’t know  w hat it w as, it w as som ething  
not v e iy  nice, nasty, I had a bad cou gh  all day, a bad cough, yeah  and I had  
som ething wrong w ith me, d idn’t k n ow  w hat it w as, I w asn ’t sick  it w as som ething  
else
LB: You weren 't sick?
M ichael: Y eah I w as going to be sick, there w ere other problem s as w ell. H om e at e leven, 
w hen m y dad saw m e and told  m e to  stay hom e a  couple o f  days. It w asn ’t very  
nice.
LB: So when you  were sent home, yo u  sa id  the teachers ’ thought you  had something
nasty
M ichael: Y eah I don’t know what it was
LB: What d id  you  notice about yo u rse lf  a t the time?
M ichael: N ot very w ell, not very right 
(M ichael: L ines 14-50)
There does seem to be two ways of interpreting this extract. Michael’s worry can be related 
to the teachers’ beliefs that he had some unidentifiable illness that may have evoked fears 
regarding the unknown quality of this illness. Alternatively, Michael may have felt the need 
to qualify his own perplexity about his illness by presenting the similar state of others -  his 
teachers were also perplexed by his problem. During this discussion Michael’s manner and 
gestures implied he felt confused, but it was difficult to determine whether this was 
accompanied by anxiety related to the ‘unknown’ illness or a lack of confidence in his own
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ability to provide a judgement or opinion that then led him to cite supporting evidence of 
others also feeling the same way. This issue is discussed further under the theme 
‘Consequences of illness’ where Michael’s reluctance to express his own opinion is observed 
again (see page 213).
3.3 Responses to illness
The participants’ understanding of their illnesses was closely associated with their illness 
behaviours -  the way they responded to their illness. The type of illness behaviours adopted 
was influenced by numerous factors and there seemed no simple relationship between the 
type of illness and the type of response. Family rules and rituals, minimising the impact of 
illness, and beliefs about medicine impacted significantly upon the participants’ responses to 
illness.
3.3.1 Family rules and rituals
Participants’ descriptions of the way illness was managed within their family suggested a link 
between these unwritten family rules and rituals and their own approaches to dealing with 
illness. At times these patterns of behaving seemed to comprise a hidden script that directed 
the actions and attitudes of the participants, with the associations evident in their selection of 
coping strategies and the images portrayed of themselves enduring illness.
Lucy described her ‘plodding on’ method of managing colds and linked this to her father’s 
regular protests against being dominated by frequent illness.
LB: D oes he talk about it?
Lucy: N ot really. W hen w e say “O h yo u ’re ill, yo u ’re getting a cold .” H e says “Stop
m um m y coddling m e, I ’m  not a baby!” (Laughter Laughter). “Y ou can ’t protect m e  
and wrap m e up in  a blanket, protect m e from  all the ev il things in  life. Y ou  have to  
get on  w ith  life .” I agree w ith  him  there.
(Lucy: L ines 166-170)
Lucy described her dad’s problem as “an illness where he does not have many white blood 
cells and can’t fight off the germs well” (Health Questionnaire, Q7). This seems to have been 
a chronic problem for him and consequently seems to have provided Lucy with a model of 
illness behaviours that she has adopted for herself:
LB: When you had the flu  then, d id  it fee l different from  having a co ld?
Lucy: N ot really just felt more weaker and tired
LB: Your body fe l t  weaker?
Lucy: Y es. F elt like I couldn’t fight o ff  the germ s so w ell.
LB: Oh right. A n d what happened i f  you  couldn 7 figh t o ff  the germ s so well?
Lucy: W ell I just plodded on
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LB: I t sounds like you  ju s t keep on going.
Lucy: Y es.
(Lucy: L ines 110-118)
Mark was also aware of his family’s methods of coping with illness, but in contrast to Lucy 
he seemed determined to behave differently:
LB: I  suppose the best p lace to start really is  to ask you  yvhat sorts o f  illnesses y o u ’ve
had?
Mark: I ’ve  had the c lassic  flu, cold, headache, every major outbreak I usually end up getting
it.
LB: Mmm When you  say a major outbreak....?
Mark: L ike the flu  v im s last year I ended up w ith  that. B ut I just sort o f  control it better
than m y fam ily.
LB: Oh right. Why is  that?
Mark: I don’t usually need to take m edicine.
LB: Okay. So do they take medicine?
Mark: Y es. They take it. They w ere taking tons o f  m edicine last year, but all I took w as a
couple o f  headache tablets.
(Mark: Lines 10-24)
LB: When you  had that flu, you  think you  caught the germs, the virus, from  you r
grandmother and grandfather.
Mark: Y es.
LB: What made it go  away?
Mark: Time.
LB: Just time?
Mark: I think tim e and a couple o f  headache tablets. E veryone e lse  w as taking tablets and
goin g  to the doctors picking up all sorts o f  things, I d idn’t I just stayed in  bed. I did
m y daily routine, I didn’t w ant just w ant to lay  around, i f  you ’ll pardon the
i  expression, and it w ent in  a couple o f  w eeks, mmm B ut as I said before, all I needed
really to take w as a  couple o f  headache tablets.
(Mark: Lines 116-127)
3.3.2 Minimizing the impact o f illness
A few of the participants had direct experience of more long-term problems. Like their 
father, siblings Anne and Matt had psoriasis and Anne also suffered from asthma. Both 
transcripts reflected an underlying desire to minimize the disruption these chronic problems 
caused to their daily activities:
LB: So d id  you  know about asthma before?
Anne: M y dad’s got it so, h e ’s got asthma, so it runs in  the fam ily again.
LB: Oh right. D id  he know that you r chest was getting tight?
Anne: Yeah, he said go  to the doctors.
LB: So it wasn't a surprise to him.
Anne: No.
LB: Right. D oes i t  interfere very much?
Anne: W hen I go sw im m ing. W hen I sw im  m y chest gets tight and I take my asthma pump
out w ith  me.
LB: Do you leave it on the side o f  the pool?
Anne: Yeah.
LB: I t doesn 7 stop you  swimming then ?
Anne: No.
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LB: You ju s t take yo u r pump. A n d what does that do? How does that help?
Anne: It relieves the stress in  m y chest so relaxes it.
LB: uh uh. So i f  yo u r chest is  relaxed?
Anne: I can carry on  sw im m ing.
LB: Right. D oes it mean that you  can breath?
Anne: Y eah, easier.
(Anne: L ines 200 -221 )
Matt’s psoriasis had begun when he was ten months old and his early experiences of the 
problems associated with having and treating the psoriasis seemed to have provided him with 
the motivation to actively attack all types of illness. Matt’s description of his psoriasis during 
childhood highlighted a turning point in the way he managed the problem and the 
intrusiveness of the treatment. Matt spoke with an air of confidence and assertiveness, but his 
account hinted that he had not always behaved this way:
LB: What about the psoriasis, you  sa id  you 've had it since were 10 months old?
Matt: O h um
LB: What happens?
Matt: W hat can I say, w hen  I first had it I w as getting like bullied  and that I nearly topped
m y se lf a few  tim es w hen I w as younger  
LB: Mmm
Matt: A nd in  fact one o f  them  carried on  and carried on and carried on and I w ent to
hospital over Easter about four years ago w hen I was younger, about 10.
LB: Uh Uh
Matt: I had to have baths and use soap. I w as put on a diet and I said no w ay, w hy should I
go  on a diet, it w as like boiled  potatoes, boiled carrots, b oiled  brussels. It w as about 
tw o sheets o f  A 4 saying what stu ff to have, and I said, “N o !” I w asn ’t having it ‘cos 
I w ant to lo se  w eight, really bad, really chronic. I w as eating lik e  w heat stu ff and it 
' started go in g  w hen I w as w orking out and I thought, “O h it ’s going , I can control it
but I m ustn’t get stressed out.” I can control it you know  
LB: You can control the psoriasis?
Matt: Y eah  it’s like for a day. I can sit there really annoyed saying, “W hy have I got it,
w hy have I got it?” and it starts vanishing, like going away. I can get really tem pered  
saying, “W hy m e? W hy m e? W hy m e? Like go aw ay!”
(Matt: L ines 118-139)
When it came to dealing with colds Matt had many strategies up his sleeve:
LB: You sa id  that when you  g e t a co ld  you  g e t rid  o f  it really, rea lly quickly.
Matt: M m m .
LB: How do you  manage that? What is  you r secret?
Matt: D rink plenty o f  tea and coffee and water. Fluids and go out for a  jo g  or ride m y bike.
D ress up warm. I f  you  get a flem m y chest -  spit it out, get a b locked  nose - b low  it 
out.
LB: Uh uh.
Matt: I f  you  sm oke get rid o f  it, spit it out and it goes in a couple o f  days.
LB: Right.
Matt: B ut drink plenty o f  fluids.
LB: What do the flu ids do?
Matt: It breaks it.
LB: Oh right.
Matt: E specially  hot water. Get you rself a hot water bottle and stick it on  your ch est and it
w ill clear it.
LB: Oh right.
Matt: That is  w hat I ’v e  done a few  tim es.
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LB: That works fo r  you, does it?
Matt: Y es.
(Matt: Lines 9-29)
And some more unusual ones:
Matt: I drink alcohol as w ell.
LB: How does the alcohol help?
Matt: W hat can I say. They say have a pint a day its more helpful to your heart.
LB: Oh right. .
Matt: L ike I say, it’s like a m edicine. It helps keep you alive for another couple o f  years.
LB: Okay.
Matt: They say i f  you drink a pint a day you  don’t get colds, i f  you  drink like Carling, its
like m edicine, its got h oney in  it and all that. It k ills the cold  and eveiyth in g  in  your  
chest and your throat, you  go  to bed  and have a n ice sleep.
(Matt: Lines 56-65)
Both Tom and Claire identified long-term physical disabilities that caused them to feel 
weakness and pain. They held similar desires to remain as active and participative as possible. 
For these two participants there also seemed to be a desire to reduce differences between 
themselves and others that emerged over the duration of their interviews. Claire had adopted 
a strategy to minimize the impact of her problems. She described this as not allowing her 
problems to beat her, but this approach seemed to lead her to ignore other health related 
advice as well, perhaps because she perceived it as restrictive and indicative of disability.
LB: You sa id  you  d o n '/ like to  re st so  you  are quite energetic? Okay. You also
i  mentioned when we were fillin g  out the form  you  sa id  you 've g o t a weakness on you r
right side, but you  d o n ’t  class that as a health problem.
Claire: N o.
LB: How do you think o f  that?
Claire: It’s just a bind having it. There are certain things that I want to do that I can’t do. It 
takes m e longer to do anything i f  I try and use m y right hand, uh uh It ju st sort o f  
like, the tendons are getting tight in  that wrist. It’s horrible, yes really horrible.
LB: Have you always had that?
Claire: Yeah.
LB: So do you remember as a ch ild  fee lin g  like that as well?
Claire: N o, because I never let it used  to beat m e, but som etim es now  I ’m  letting it beat me.
LB: Oh right. How come?
Claire: D o n ’t know.
LB: What do you  think? It sounds as i f  something has changed.
Claire: I don’t know to be honest.
LB: Things are beating you  now, but they never used to.
Claire: It might be me; I just get dow n and that now.
LB: Oh right.
Claire: I don’t know w hy and i f  I get dow n, I blam e m y disability but I shouldn’t. B ut I 
know  that I do.
(Claire: Lines 201-223)
This admission of her resolve not to be beaten provided the context in which to understand 
her earlier descriptions of similar behaviour:
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LB: D o you  know what stopped it - what made it stop? [The meningitis infection]
Claire: N o idea. It might have sort o f  m ade it worse because I w as at hom e, ‘cos I had my 
foot in  plaster at the tim e and I knew  I had nothing else to think about, apart from  
m yself.
LB: Right.
Claire: A nd I didn’t rest anyway
LB: D id  you  think that made it worse?
Claire: It m ight have made it slightly w orse, yeah.
LB: So was it  because you  couldn Y ... when your fo o t was in p laster you  couldn  7.. ?
Claire: I cou ldn’t do the job I was doing.
LB: What was that?
Claire: W orking in an old peop le’s home.
LB: Oh right, so you  couldn Y be up on your feet.
Claire: N o. I w asn ’t supposed to have been but I was. That caused problem s w ith  m y foot 
as w ell.
LB: D id  it?
Claire: Y eah.
LB: In what way?
Claire: The scars w ere playing up on the back o f  it still, mmm, this is  like tw o years after.
LB: Oh right, crumbs. So do you  think they were playing up because.... ?
Claire: B ecause I didn’t do what I w as supposed to done. They said keep your foot up. N o  - 
the day after I com e out o f  the hospital I w ent dow n to the youth club.
LB: Oh right. You weren Y follow ing what they said?
Claire: N o.
LB: H ow come?
Claire: B ecause I don’t like resting.
LB: So you  like to be active?
Claire: V e iy  active.
LB: A n d that caused more problem s?
Claire: M m m m
(Claire: L ines 62-95)
In addition, Claire generalized this ‘no resting’ strategy to colds and other illnesses and 
admitted that her behaviour probably increased their severity. It also seems likely that 
Claire’s resistance to resting was instrumental in her enduring the terrific headache associated 
with the meningitis infection (see page 195) for two weeks before taking further action to 
diagnose and treat the problem.
LB: You sa id  um y o u ’ve have had colds andflu  and things like that. What have they been
like?.
Claire: Y eah I have. Som e o f  the colds can be quite bad but that is  because I go  out w ith  w et 
hair in  winter.
LB: Oh right. A n d does that have an e ffe c t .....
Claire: Y es because I d on ’t .. I sort o f  like w alk i f  I can, I don’t bus mmm and i f  I do bus, 
it ’s w aiting around for a bus.
LB: Mmm. So you  are standing around with wet hair?
Claire: Y es.
LB: How does that make you  have a cold?
Claire: Only because it is cold  out and going out w ith w et hair and that d on ’t help.
(Claire: Lines 102-113)
There was contrast between Tom’s attempts to limit the disruption caused by his pain, often 
concealing its existence and severity from certain people, and his approach to managing more
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acute illnesses such as colds and flu (see page 205). The two distinctly different responses 
appear to reflect Tom’s desire to not only minimize the impact of his long-term problem, but 
also to enhance his similarity to others through the shared experience of a common, everyday 
illness such as a cold or flu. Here, Tom describes his pain and the concern he feels about 
telling his parents and teacher:
LB: I t sounds very painful i f  you r mum ca n ’t keep walking because o fso  much pain
Tom: It’s ju st like me, I have a m ild form  o f  spina bifida, it’s just in  my legs. And even i f  I
stand up for a couple o f  hours, or even  I sit down, I ’ve got the pain shooting up, right 
up to here. I ’ve  got it now  so but because I’m  sitting d o w n .......
LB: Is it  okay when you  sit down?
Tom: Y es it is  okay w hen I sit down, i t ’s w hen I get up. But I have had that since I w as a
baby
LB: Oh right. D o you  g e t used to it?
Tom: It som etim es really hurts, really hurts indeed and I ’ve  been in, I don’t know  how
many hospitals I ’ve  been  in.
(Tom: Lines 140-151)
Tom: Y eah  I w ill alw ays have it. A  friend o f  m ine said i f  you  go sw im m ing or do any
sports he said that w ill help, mmm, i f  I overdo it, like sw im m ing for instance, I can do 
m y self dam age. E specially  i f  I, I ’v e  had it even  w orse, I ’m in  pain, say i f  I ’m  h a lf 
sitting on the floor I still get it, the pain, dow n through m y feet right up m y leg.
LB: So y o u ’ve g o t to be careful not to overdo things.
Tom: Yeah. Can I ask you  a question please?
LB: Yes
Tom: D oes som e o f  this go to [name o f  Centre M anager]?
LB: No.
Tom: N o. I ju st w ondered that’s all. ‘Cos h e ’s is  m y personal tutor.
LB: This stays with me in m y report fo r  college and what I  shall probably do next summer
V is  p resen t m y pro ject findings to s ta ff  and to students.
Tom: Oh right.
LB: But I  w on't name people. So there w ill be no names at all; it w ill be this person sa id
that they knew a lo t about this or that they d id n ’t know much about that.
Tom: O h right. I get a bit embarrassed.
LB: D o n ’t worry. D o you  talk to people about the pa in s that you  have?
Tom: Y eah  I talk to m y m um  and dad about it. E ven  though they say there is  nothing they
can do and there’s nothing the hospital can do. B ut I think in som e circum stances, I 
think that what they should do is, I think there m ight be a cure for it because o f  the 
pain I ’m  in. I f  m y m um  and dad w ere here now  and heard that they w ould  [Tom 
mouthed the words 'be really u pset1]. B ut one day I can go without the pain and next 
day I am  w ith the pain.
LB: I t ’s  unpredictable?
Tom: Y es it is unpredictable. H ow  w ell I cope w ith  it [ . . .  .inaudible]. Oh yeah.
LB: On a day that you  have the pain, would you  still come into the centre?
Tom: Oh yeah
LB: You keep ongoing?
Tom: Y es. A  friend o f  m ine said a w alk  m ight do it good.
(Tom: L ines 187-221)
Lucy’s ‘plodding on’ strategy that illustrated a similarity within her family’s methods of 
responding to illness (page 199) can also be viewed as having the effect of minimizing the 
impact of illness on her daily activities. Equally, Mark’s attempts to stay cheerful in the face 
of illness suggests an approach to illness that consists of minimal fuss and bother, again 
reducing its impact on the individual (page 207).
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3.3.3 Differential responding
Anne’s attitude to managing her asthma reflected this theme of minimizing the impact of 
illness (see page 200) and her statement “I just get on with my life” (Transcript: Line 245) 
seemed to sum up her approach. However, unlike Claire, Anne did not seem to generalize 
this approach to all other illnesses but was more discriminating in her selection of a response 
strategy:
LB: I f  yo u  h ad  an illness, how would you  know? How do you  know when you  are not
well, are there things that you  know that would be different?
Anne: I w ou ld n ’t be able to get out o f  bed.
LB: Why do you  think that would be?
Anne: B ecau se  I w ould be ill and have a headache and really have a  headache, bellyache
everything, leg  ache.
LB: H as that happened to you  before?
Anne: Y eah.
LB: What was the cause o f  that?
Anne: I w as ill.
LB: Mmm A n d  what d id  you do then?
Anne: Just stayed in  bed and had soup. (Laughter)
LB: What so rt o f  soup? (Laughter)
Anne: C hicken soup.
LB: D id  you  do anything else?
Anne: I w atched TV.
LB: So d id  that make it go away?
Anne: Y eah, because you  are just resting and m aking it go  away. I took tablets.
(Anne: L ines 363-381)
Despite concealing his experience of pain and remaining as active as possible (see page 204),
Tom was also happy to rest whenever he had a cold.
LB: When you  had the flu, how d id  you  know you  were getting it? How d id  it start?
Tom: It started o f f  w ith  a sore throat.
LB: That w as the f ir s t thing you  noticed?
Tom: Y eah, and w hen the days w ent by it kept getting w orse and w orse until I go t the flu.
LB: Oh right, so what d id  you  do then?
Tom: M ostly  I stayed in  bed m ostly, and used som e flu  tablets, w hich  I had. That’s a ll I
w as using.
(Tom: L ines 13-21)
3.3.4 Beliefs about medicines
All twelve participants spoke about taking various types of medication, both prescription and 
over-the-counter drugs and ten of them appeared to hold fairly positive thoughts regarding its 
use (e.g. see Tom on this page, Anne page 200). Some were doubtful of its effectiveness with 
illnesses such as colds, but recognised a value in treating the accompanying headaches (i.e. 
Mark, page 200) or those that occurred after playing for too long on the play station as Tim 
described (see page 196).. Lucy also mentioned taking vitamin C when she had a cold.
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Sarah described her long history o f lapses, fits and seizures and explained how her doctor had 
tested out different levels of medication in order to find an effective control of her fits. Sarah 
regarded the current eleven-month absence of a fit as indicating that control had been 
established and she seemed pleased with this outcome. Sarah seemed to regard her other 
medication with a similar attitude -  it had solved the problem, and this illustrated how Sarah 
drew on the absence of symptoms as signs that the medication was working:
LB: So you  had the f i t  when you  were sixteen. Have you  had them very often since then?
Sarah: N o.
LB: But you  had one last January.
Sarah: Y es, and that w as it really.
LB: So you  haven’t  really h ad  any in between.
Sarah: N o. I think the drugs are working.
LB: Right So you  are taking some drugs are you?
Sarah: Yeah. Twelve tablets a  day.
LB: Is that a lot do you  think?
Sarah: N ot really b e c a u s e   I take three oxybutynin tablets. That is  because I have
problem s w ith m y waterworks.
LB: Oh right. What happens?
Sarah: I f  I don’t take them  I seem  to w et m yself.
LB: Oh dear. That's difficult. How d id  you  manage that before you  took the tablets?
Sarah: W ell it happened w hen I m oved in  to [accom m odation name] I told  m y k ey  worker 
w hich  was [name] and she m ade a doctors appointment for m e so I w ent dow n there 
and D r [name] put m e on  oxybutynin tablets, three tim es a day.
LB: uh uh Does that help?
Sarah: Y es. He says i f  they d on ’t work, com e back and I ’ll g ive you som ething else.
(Sarah: L ines 200-221)
ri
Occasionally participants were unclear as to what type of medication they were taking and 
how it was supposed to function.
LB: You sa id  you took some flu  tablets and you  went to bed?.
Tom: Y eah on W ednesday
LB: Yes? A n d did that stop  i t .... D id  that make it go  away?
Tom: Y es it d idyes.
LB: How do you think it d id  that?
Tom: It could be som ething in  the tablets, oh right, it could be antibiotics or som ething,
LB: Yes?
Tom: Or som ething like that, I ’m  not absolutely sure.
(Tom: L ines 36-44)
There were also times when the participants appeared to have integrated a number of different 
ideas about the function of medicines and other remedies to combat illness. Matt’s rationale 
for drinking a pint a day (see page 202) is one example and Justin provides another:
LB: When you took the medicine fo r  you r cold, you  sa id  it helped, that it brought it  all
out. How does that stop  a cold? ......  What d id  it bring out?
Justin: D rug inside the m edicine
LB: Mmmm. So what does the drug do, do you  think?
Justin: It releases all the goodness.
(Justin: Lines 114-118)
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Although both Claire and Mark had taken painkillers for headaches (see page 195 and page 
200), they also had reservations about taking medication as they worried about the longer 
term consequences and seemed to be drawing on the recent media reports describing the 
reducing effectiveness of antibiotic drugs:
LB: Is there anything that you  can do to help it?
Claire: Y es probably take lem -sips and that, but I don’t.
LB: Why not? '
Claire: I d on’t like taking m edicines or anything.
LB: No?
Claire: N o. I f  I get som ething it ’s got to go  on its own. U nless its an in fection  and I’ve  got 
to take antibiotics, but I ’m  not keen on taking them  anyway.
LB: No. Why not? Why aren ’ty o u  keen on taking them?
Claire: B ecause i f  you  need them w hen you are really bad, they are not g o in g  to work.
(Claire: L ines 144-153)
When Mark was describing how his illness behaviours differed to those of his family he 
identified his reluctance to take tablets (see p 200) and explained further when asked:
LB: Why do you  think that is?
Mark: I don’t know. I just tend not to take m edicine unless it ’s absolutely necessary.
LB: Is that something you  fe e l quite strongly about?
Mark: N ot really but then again w ith the viruses adapting to hum an m edicine I think it is
best not to take it unless you  absolutely have to.
LB: Right. So you  wait until you  really need it.
Mark: Y es.
(Mark: L ines 22-29)
3.4 ' Causes of illness
A number of the participants offered ideas about the causes of their illness. Often the cause 
identified could be seen to be closely associated with the emotional effects of the illness for 
that participant, as discussed in the theme ‘Psychological consequences of illness’ (see page 
208). Many of the extracts used to illustrate other themes also incorporate the participants’ 
attributions of cause -  for example, in the transcript extracts illustrating ‘Identifying illness’ 
Lucy implies that her cold was acquired through contact with affected people (see page 197) 
and this belief becomes clearer as the discussion progressed (see below). Matt also hints at 
his beliefs about the contagiousness of colds when he talks about telling his friends to keep 
away from him after giving him their cold (page 209).
LB: So when he sneezes and all this snot comes out, what happens then?
Lucy: It goes into the atmosphere and it goes all into your skin ce lls , and it causes you to
have a cold  as w ell.
LB: So you  think that is how it is passed  on?
Lucy: Yeah.
LB: When your mum and dad  caught it from  you, do you  think it w as when you  sneezed?
Lucy: N o, because I used a tissue. It must have been som ething else , I d on ’t know  what.
It m ight have been because w e w ere in  close contact w ith each other every day.
(Lucy: L ines 32-42)
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Other types of cause identified included the participant’s own behaviour and the 
environmental influences; for example, Tim attributed his headaches to playing too much 
‘Play Station’, Claire believed her pain to have been created by her own non-adherence to 
medical advice (page 210 ) and Lucy speculated that her grandfather’s cancer may have been 
caused by his exposure to the sun during his trips to Australia (Transcript: Lines 224-225). In 
identifying their ‘family illness’, Matt and Anne demonstrated a belief in the genetic 
transmission of illness (page 196). Anne provided a further example when she talked about 
her friend with epilepsy who comes from a family in which this illness is prevalent:
LB: D id  you  know what it was then?
Anne: Yeah.
LB: H ow d id  you  know?
Anne: I d on’t know. B ut w here she is part o f  the fam ily they have fits so I remember seeing
som e o f  it.
(Anne: L ines 61-65)
3.5 Psychological consequences of illness
Being ill or experiencing chronic health problems and pain had both direct and indirect 
psychological consequences for the participants, most of which appeared negative in nature. 
The direct consequences comprised the emotions felt as a result of the limitations, irritations 
and isolating effects of the illness experience. The indirect consequences were less obvious 
and seemed to stem from the participants’ interaction with health services. The over-riding 
sense acquired from these themes is that the participants were suffering in connection with 
their experience of illness, sometimes quite severely and often it appeared, unnecessarily.
3.5.1 Direct psychological consequences
Matt talked about the emotional aspect to his illnesses quite candidly and was aware of how 
his mood was affected by different illness experiences.
LB: Okay. So when you  g e t ill do you  think other people notice that you  are getting a
cold?
Matt: Y eah  they do.
LB: What do they notice?
Matt: T hey say to m e are you  all right Matt? I go  “N o” - I ’m  a bit m oody som etim es.
LB: Oh right.
Matt: A  bit paranoid. I f  one o f  them  gave m e a cold I say, “Y ou better keep aw ay from
m e!”
(Matt: L ines 81-88)
Mark also implied that he could become moody and miserable but again referred to his 
endeavor to maintain difference between himself and others (see page 200) as he explained 
how he tried to stay cheerful:
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LB: You seem like quite a cheerful sort o f  person.
Mark: There is  no point in  being miserable, I get m iserable occasionally  w e  all do, but I
d on’t see the point in  keeping on about it. I f  you  keep on about it you ’re go ing  to be 
a m iserable bugger and no on e’s go in g  to care about you.
LB: Mmm You keep that to you rse lf do you, when you  are feeling m iserable?
Mark: Som etim es. A ll depends but then it takes a lot to get m e miserable. I ’d much rather
be cheerful it ’s more m e than anything else.
LB: D o you  think that's more the sort o f  person you  are usually
Mark: I try to be -  it ’s better than being miserable.
LB: What about when you are ill does that have an effect on whether you are cheerful
or miserable?
Mark: It depends really, w hen  I have a cold  I d on’t get m iserable. W henever I get a virus it
takes a lo t to make m e lose m y disposition, mmm A  cold w o n ’t do it; probably a 
headache it probably w ouldn’t do it, but i f  it w as a bad one it w ould. Uh uh. But it 
takes a lot to  get m e down.
(Mark: L ines 196-210)
Matt’s expression of anger towards his psoriasis was presented under the theme ‘Minimizing 
the impact of illness’ where he also referred to attempts to ‘top himself as a result of the 
bullying he perceived to be connected with his psoriasis (see page 201). Here, he describes 
his distress and feelings of weakness and embarrassment:
LB: H ow does stress affect your psoriasis?
Matt: U m  w hat can I say? I get really stressed out, and I start crying really bad can’t stop,
m y b lood  turns really  , I get all w eak, it just flares up. That’s the first sign o f  it
w hen m y skin gets a bit dodgy and I think oh  ‘here w e g o ’ and I ’v e  got to treat it, 
cream  and then it goes 
LB: So are you  saying that i f  you  g e t stressed  it g e ts  worse?
Matt: Y eah
'■ LB: But you  can g e t annoyed with it  and make it go  away?
Matt: Y eah. Since I ’ve  been  liv ing dow n here, I ’v e  had it all dow n m y back and legs.
Another thing you can do is go sw im m ing the chlorine and the sea  water, that cures it 
and the sun  
LB: So is  it better in the summer?
Matt: Som etim es. B ut I don’t like uncovering
LB: You d o n ’t  really like taking your clothes off?
Matt: N o I don’t, no.
(Matt: L ines 146-161)
Towards the end of the interview Matt spoke about his father’s arthritis and his fear that he 
too might develop this problem. It seemed that at the age of 19 years old, anxiety about his 
future was growing:
LB: Y ou  said you worry about getting arthritis yourself.
Matt: M m m  I do yeah, because I ’m  getting a m otorbike for m y work. I ’m  paying £25 for
it and then I ’ve  got to pay £60 , its about tw o grand. It w ill take m e about a year and 
half. I ’m  19 now, but probably w hen  I am  about 30  or about 2 1 1  m ight start getting  
it.
LB: Arthritis? What makes you think you  might g e t it?
Matt: B ecause w hen I w ake up in  the m orning I ’m  all tight in  the shoulders and leg s and
that, and I find it hard to work. I think “O h god, I gonna like have episodes lik e .”
LB: Mmm Is that how you r dad was when his started?
Matt: M m m  what I have to do is click all m y back and then it goes aw ay and I fee l better
now. But today I fee l all loose today anyway. I f  I work out a lot, I can ’t do like gym
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no m ore because I told  [Centre Manager] i f  I do gym  all m y body locks up the next 
day and I find  it hard to  m ove. I f  I do sports, like football or basketball m y bod y’s 
fine.
(Matt: Lines 257-273)
Matt also seemed to be vigilant for signs of bullying:
LB: Sounds like you  do a lo t o f  fit and healthy things.
Matt: What can I say, w hen  I first com e here I was slim  w ith m uscle but now  I’m  just
bigger now . I f  som eone touches me, I just grab em  by the throat, I ju st lift em  up and 
say “w hat you d o in g!”
(Matt: Lines 297 -300 )
In response to the questions about his experience of illness William had offered his ‘sort of 
illnesses’ for discussion. It emerged that William believed his physical symptoms to have a 
psychological cause and this, together with the fact that he used physical interventions (cream 
and medication), contributed to this categorization. One of the problems he described was a 
kind of tension within his chest whenever he lay down and he found this most frustrating:
LB: What about any other sorts o f  illnesses? People have sa id  about coughs and colds.
Do you  g e t coughs and colds?
William: W hen I lay dow n  
LB: Uh Uh
W illiam:I still breathes though  
LB: You d o n ’t  stop?
W illiam:No. I can’t breathe properly w hen  I lie  down.
LB: Right.
William: W hen I sits up, like w hen  I ’m  sitting on a chair, I ’m  all right. B ut w hen I lays dow n I 
can ’t breathe. It really annoys m e, it annoys m e 
'% LB: Is it a feeling?
William: Y es. W hat it is, it ’s the worries 
LB: The worries?
William: The w orries in  m y background  
(W illiam: Lines 166-180)
Claire’s low mood was connected with the weakness and pain in her right wrist (see page 
202).
LB: Things are beating you  now but they never used to.
Claire: It m ight be me; I ju st get dow n and that now.
LB: Oh right.
Claire: I don’t know  w hy, and i f  I get dow n I blam e m y disability, but I shouldn’t. B ut I
know  that I do.
LB: What so rt o f  things makes you  g e t down?
Claire: Anything. Som etim es it depends w hat sort o f  m ood I ’m  in  on  that day.
LB: Do you  think i t s .. Is it that i f  you  are in a down sort o f  m ood th a t’s  when yo u  blame
you r disability?
Claire: Y eah, yeah.
LB: Or is i t  that you  notice you r disability more?
Claire: It’s probably because I notice it and know  I ’ve  got it, then I blam e it.
LB: Right. You sa y  you  know you  shouldn’t.
Claire: Yeah.
LB: So it sounds like you  know it's  not the disability?
Claire: Y eah, I know  its not because it w as dow n to m e when I w as younger to u se m y right
hand and I chose not to  because it w as easier.
(Claire: Lines 2 1 7 -234 )
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Claire appeared to feel guilty about not doing the prescribed exercises and this perception of 
herself as being responsible for her current predicament was compounded by her beliefs about 
the expectations of the health care professionals incorporated within the ‘Indirect 
Psychological Consequences’ theme (see below).
3.5.2 Indirect Psychological Consequences
This theme relates to the participants’ psychological experiences of illness that arise as a 
result of their interactions with health care services. During the interviews the participants 
revealed worries, confusion and feelings of betrayal by services. There was little evidence 
within the transcripts that these participants felt sufficiently empowered that they were able to 
share these concerns with the relevant people and thus there was an aura of secrecy 
surrounding this part of the interviews.
Claire seemed to feel a tremendous sense of responsibility for her own pain and disability. 
Claire had found the instruction to exercise her wrist difficult to absorb into her routine and 
was also put off by the pain incurred during the exercises. Thus she abandoned the attempts 
and relied heavily upon her other arm.
LB: So did  you  have exercises and things you  h ad  to do?
Claire: Y eah - 1 didn’t do them.
LB: So th a t’s  affecting you  now is it?
'% Claire: Y es.
LB: I  guess when you  were young it would have been quite difficult to do them.
Claire: Y es, but I have just sort o f  adapted and used m y left hand the w hole tim e, so I still do 
now.
LB: Yeah it sounds like it was a big thing fo r  you  when you  were little to have to actually
have to exercise and do things.
Claire: Yeah, yeah.
LB: You d idn ’t  want to?
Claire: I don’t want to do exercises on it now.
LB: Right. But you  have to?
Claire: I should do but I don’t do them.
LB: Mmmm How cornel
Claire: B ecause I ’m  never in, I ’m  always out and about, and I ’v e  never got the time.
LB: Right So do they take a long time?
Claire: W ell no, but it just hurts m y wrist doing them now. I have to lift m y w rist back like 
that and its really s t iff doing it and it hurts. So I don’t w ant to do it 
LB: Is there something that would make it easier fo r  you  to do it?
Claire: They are going to try an ultrasound on it now, but i f  that don’t work then they’re
going  to operate on it to see i f  that w ill help.
(Claire: L ines 235-270)
Claire’s manner implied she felt guilty about not following the advice. The only way she 
seemed able to request help was by covering up her ‘bad’ behaviour. Here, Claire reveals her 
deception of the health care staff and seems rather embarrassed as she tells the researcher:
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LB: They haven't actually been on to you about doing them?
Claire: N o  they don’t know  I haven’t done them. They ask m e i f  I have did them  and I say  
yes. (Laughter)
LB: Right.
Claire: T hey don’t know.
LB: H ow many times a day are you  supposed to do them?
Claire: I d on ’t know  probably about tw ice a day.
LB: Right. Quite a lot isn ’t  it, ju s t to leave you  to g e t on with it.
Claire: Y es. So I don’t. No.
LB: You sound like you  know what you  should be doing, but i t ’s  not really the best thing
fo r  you. It sounds as i f  you  are so busy it doesn’t  really f i t  in.
Claire: It don’t  mmm I could find the tim e but I don’t  mmm 
(Claire: L ines 297-308)
It seemed likely to the researcher that Claire’s low moods may have been connected to her 
beliefs about being responsible for inducing her difficulties and the discomfort she felt about 
lying, in addition to her experience of pain and restricted mobility.
Both Tim and Michael displayed confusion in connection with the intentions and actions of 
health care staff. Tim suffers a buzzing in his ears caused by a build up of wax. This was 
initially dealt with by the hospital, but when Tim returned at a later date to request the same 
procedure because the wax had returned he was refused treatment. Tim appeared perplexed 
by the hospital’s apparent change of procedure.
LB: What you  did  about it  that f ir s t time. Can you remember that?
Tim: It got syringed and it didn’t com e back for a couple o f  days. A nd then it cam e back.
LB: So it had gone away. D id  you  think it was gone fo r  good?
Tim: Y eah.
LB: Yeah. A nd then it came back.
Tim: Yeah.
LB: When it happened after that f ir s t time, what d id  you  do?
Tim: I told m y m um
LB: Mmm
Tim: To get it syringed and I w ent to the hospital. They w ouldn’t let m e have it syringed  
for som e reason.
LB: Oh right. A t the hospital?
Tim: m m m
LB: D id  they say why?
Tim: N o.
LB: They d id n ’t?
Tim: N o.
(Tim: L ines 58-76)
Michael’s confusion arose after he perceived the dentist to promise to implant new teeth to 
replace those he had lost. He subsequently found that he was having more false teeth but did 
not understand why there had been a change of plan. Michael expressed some dislike of the 
false teeth but immediately countered this with a slightly more positive statement about them. 
His reluctance to express any negative criticism was evident again, later in the transcript when 
he spoke about his dislike of hospitals in the same ambivalent manner.
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LB: Is  there anything that you  can do that stops you r eyes from  hurting?
M ichael:I can do a few  things, I do sport, do sw im m ing, I leave these in I do.
LB: You leave you r teeth in?
M ichael: Y eah  I ’m  getting new ones soon I am.
LB: A re you?
M ichael:Y eah I ’m  getting them next M onday, som e new  teeth. Y eah I ’m  going to see the 
dentist I am. H e’s going to look at m y teeth and get new  ones in.
LB: Why are you  having new ones
M ichael:I w as go ing  to have implants, these w ere going to com e out and have real teeth in but 
they couldn’t do it after all, so I have these from  now  on, I have fa lse teeth in from  
now  on
LB: Why do you  think they couldn ’/  do it
M ichael:I d on ’t know  why, just som ething, I d on ’t know  w hat it w as, I could have had real 
ones in  like them but now  I ’ve  got to have false teeth now.
LB: D oes that worry you having fa lse  teeth ?
M ichael:Y eah, I ’m  not keen on them but they’re all right.
LB: What is it about them that you  ’re not keen on?
M ichael: Just hurt m e, all m y mouth.
LB: When you  pu t them in?
M ichael: Y eah, just not very nice, they’re a ll right but not very nice.
(M ichael: L ines 143-162)
Tom also expressed confusion and feelings of being let down by the health care service that 
he perceived as making promises that had not been fulfilled.
Tom: I ’v e  been  in  so many, you  w ou ld n ’t b elieve how  m any hospitals I ’ve  been  in, so
m any, about eight times. E ight tim es for operations.
LB: What are they going to do in the operations?
Tom: W ell they are tiy ing to get a bone so they can stretch it out right. So I w o n ’t get all
th is pain. I have had an operation on  m y tendons,, because they w ere loose  and I 
kept on falling over and they have been  tied them  all up and all that. B ut I am  still 
• fa llin g  over. Oh I’ve  got problem s.
(Tom: L ines 153-159)
LB: So with you r legs, you  sa id  you  suffer from  a m ild form  o f  spina bifida. What caused
that?
Tom: I d on’t know. M y m um  told m e that I have a m ild  form  o f  it, and they said it could
be som ething to do w ith  the legs, as I d idn’t really grow  that much. They cou ldn’t do 
anything ‘till I stopped growing. N o w  I have, they said that because o f  m y age there 
is  nothing more they can do.
(Tom: L ines 168-174)
Later in the interview Tom revealed his concerns about his future mobility that were similar 
to those reported by Matt (see page 210).
LB: I t sounds like you have to pu t up with a  lot, the pain  always being there and not being
able to do anything about it
Tom: Y es. T his is  it I ’ve had this since I w as about s ix  or seven. They looked at m e and
said, “He hasn’t stopped grow ing yet and after h e ’s stopped grow ing that’s w hen w e  
can do som ething about the spina bifida.” I w as just reading about .. .  on the 
telev ision  there w as this w om an and she has got the sam e thing as m e and now  she  
has been m ade to use a w heel chair.
LB: Mmm. Oh right
Tom: B ecause she has lost all the u se o f  her legs. So now  every tim e she has to go
som ew here she has to go  in  a w heel chair. I don’t want that to happen to me.
LB: D o you  think it might? A re you  w orried  about that?
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Tom: Y es  I am  worried about that. D efinitely. I ’ll cope w ith  it. I ’ve coped w ith it for 24
years but you  know  things com e to a head, you know  som etim es I have to stand up 
for an hour or an hour and a h alf and after that I kept w anting to sit down.
(Tom: L ines 227 -2 4 1 )
T o m ’s fin a l s ta tem en t a llu d ed  to  th e  fe w  p o s it iv e  c o n se q u e n c e s  th at a ro se  from  th e  
p artic ip an ts’ e x p e r ie n c e s  o f  b o th  th e  il ln e s s  and  th e  in teraction s w ith  th e  h ea lth  se r v ic e s  th at  
en su e . T o m  sp o k e  w ith  p r id e  a s  h e  re flec ted  u p o n  h is  e x p e r ie n c e  o f  c o p in g  w ith  h is  p a in  and  
d isa b ility  for  2 4  y ea rs . T h is  s e n s e  o f  a ch iev em en t w a s  a lso  ev id e n t in  M a tt’s  d escr ip tio n  o f  
h is  fig h t a g a in st h is  p so r ia s is  and  th e  trea tm en ts o ffered  b y  th e  h o sp ita l (p a g e  2 0 1 )  and  L u c y ’s  
‘p lo d d in g  o n ’ th ro u g h  c o ld s  an d  flu  h in ted  a t a  p sy c h o lo g ic a l stren gth  that m a y  b e  o b serv ed  in  
d iffer in g  d eg rees  w ith in  a ll th e  p artic ip an ts transcrip ts.
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4. Discussion
O verv iew
The themes emerging from this qualitative study of the sense made by young people with 
learning disabilities of their experiences of illness will be summarized and considered in 
relation to the existing literature. New literature will be introduced where relevant in order to 
provide a contextual frame for the study’s findings, as recommended by Charmaz (1995). 
Pertinent methodological issues will be examined, with attention paid to the process of 
conducting qualitative research with people with learning disabilities. Finally, clinical 
implications of the study and directions for future research will be discussed.
4.1 Summary o f themes
Four main themes emerged from the analysis of the participants’ transcripts. Identifying 
illness and understanding the meaning of symptoms was found to be important to all the 
participants; this was further evidenced by reports of the anxiety felt when problems were 
undiagnosed and believed to challenge the knowledge of doctors, teachers and parents. 
Family members and others were found to play critical roles in detecting the presence of 
illness, often providing the participant with a sense of reassurance. This calming influence 
appeared to be associated with the knowledge that others shared their experience and 
confirmation that their responses to the illness were appropriate.
Family rules and rituals were significant influences upon the participants’ behaviours and 
attitudes towards coping with illness. Moreover, other people’s illnesses and behaviour were 
important sources of comparison. Comparison of the self with others frequently appeared to 
enhance the participant’s sense of similarity and belonging, although one participant strove to 
maintain a sense of difference and used this process to gather information in support of this 
goal. Other responses to illness included huge efforts on the part of the individuals to 
minimise the effect illness had on their lives. This was most evident in the transcripts of 
those with longer-term illnesses where their accounts revealed a determination to achieve an 
unrestricted life and individuals drew upon a range of strategies to reduce the disruptive effect 
of their health problems. During this process the experience of pain was often concealed from 
others.
In contrast, when dealing with colds and other acute illnesses, most of the participants 
resorted to self care strategies that included stopping all activity, staying home and taking 
headache tablets. Included within this group were some of those whose responses to their 
chronic conditions were characterised by an almost dogged air of determination. That they
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were prepared to rest in response to these short-term illnesses was seen as evidence that 
responses were tailored to meet the demands and characteristics of different types of illness. 
These ‘acute’ illness behaviours were also perceived as a way of increasing the participants’ 
perceptions of similarity to others through the experience of a common, everyday experience.
The superordinate theme ‘causes of illness’ emerged through the analysis o f participants’ 
frequent references to hypotheses about the causes of their health problems. On some 
occasions the nature of the perceived cause had a significant influence upon the participant’s 
psychological well -being. In particular, one participant’s belief that her pain was caused by 
her own actions seemed to contribute to her feelings of distress. A wide range of causal 
beliefs were evident both across and within the individual transcripts.
The psychological consequences of illness clustered around two subordinate themes -  one 
containing the effects arising directly from the illness experience itself and the other 
incorporating the anxiety, confusion and feelings of being let down that occurred in relation to 
the participants’ interactions with health care services. Whilst most of these psychological 
consequences were negative in nature and included different kinds of emotional distress, it 
was possible to determine positive consequences arising out of the experiences related by 
some of the participants. This positive effect was associated with the self regard evident in 
the descriptions of participants’ successes in the battle to contain their illnesses and prevent 
the pain and the distress of being ill intruding upon their daily activity.
4.2 Examining the themes within the context o f other research
The model o f illness representations
Within the model of illness representation proposed by Leventhal, Meyer and Nerenz (1980) 
the importance of identifying illness is acknowledged. According to this model, the identity 
of an illness is determined by both the symptoms experienced and the label applied to these 
symptoms. The law of synchronicity devised by Leventhal et al (1980) highlights people’s 
commitment to the search for both aspects of this dimension (name and symptoms) when one 
or other is unknown. This synchronicity process appeared within the participants’ accounts, 
but it became apparent that their searches were predominantly driven by the need to secure a 
name for their symptoms, rather than finding symptoms to match a name. This latter situation 
had been observed to occur in patients in Leventhal’s study diagnosed with hypertension 
(Leventhal et al, 1980). These patients began to identify symptoms for what is nearly always 
an asymptomatic illness. There was little evidence in the present study of participants 
personally experiencing an illness in the absence of symptoms. Whilst this may be due to a
216
Major Research Project
lack of illness experience, it may also suggest that the participants conceive of illness as an 
experience that invariably makes its presence known, usually through adverse stimuli. Thus 
these participants may experience the same difficulties observed in other studies when a 
situation arises that requires action in relation to an asymptomatic illness.
The importance of the illness name became evident again during the recollection of the 
anxiety felt by those whose illness had remained unidentified for a period of time. This 
anxiety might be considered part of the emotional responses running parallel to the cognitive 
activity involved in identifying the illness (Diefenbach and Leventhal, 1996). Being unable to 
label an illness seemed to elicit fear in the participants. This suggested that the illness label 
might carry with it other information about the illness that may act to reassure the individual 
that all will be well in the end. Not possessing this information seemed to provoke feelings of 
anxiety and fear for the participants in this study.
Diefenbach and Leventhal (1996) argue that the experience of internal and external stimuli, 
such as the symptoms of an illness and perhaps other people’s responses to them, evokes 
cognitive representations formed through previous experiences of illness. Furthermore, they 
suggest that these schematic structures decode the meaning of stimuli perceived. A process of 
matching ensues involving the five proposed components of the representation during which 
the new information is integrated with that already possessed. This process is dynamic in the
'i
sense that the person actively creates meaning out of their experience and uses this to guide 
their subsequent responses to the illness. In this situation, the absence of an explanation -  
initially represented by a name but also including information pertaining to cause and effect, 
could be so disruptive to the process that these participants had little to guide their illness 
behaviour or thinking about their immediate future.
Experimental studies have demonstrated that people create ‘disease prototypes’ of the illness 
symptoms, based on previous experience and knowledge of illness (Bishop and Converse, 
1986). Prototypes were conceptualised as templates grouping illness symptoms together 
against which current symptoms are compared in order to identify the illness and access other 
relevant information. Within the participant group there is some suggestion that this process 
may have been occurring as participants spoke of realising, recognising and ‘knowing’ that 
they had a cold as symptoms began to emerge. One participant illustrated how the process of 
matching can result in error as he perceived his sneezing to be indicative of dust irritation 
rather than a cold. Once he had been helped to reclassify his symptoms Justin then undertook 
the steps he perceived appropriate responses to the latter illness.
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That participants adopted different responses to different types of illness can be seen to 
provide further support for the illness representation model and the wider framework of the 
self-regulatory model of illness behaviour (Leventhal et al, 1980). The accounts of some 
participants suggested the presence of a feedback loop as they appeared to monitor the 
effectiveness of their responses and modified their behaviour as necessary. For example, 
Claire spoke of moving from ignoring her cold to seeking the doctor’s advice at times when 
she perceived qualitative changes in her symptoms.
Comparison o f the themes and extracts to the illness representation model (Leventhal et al, 
1980) reveals evidence within the participants’ accounts of all five constructs. Ideas 
pertaining to the causes of illness featured regularly, sometimes spontaneously and at other 
times in response to the researcher’s questions. These ideas often contributed to the 
participants’ chosen responses to their illness and were often integrated with ideas about the 
likely duration of the illness, although these were rarely explicitly acknowledged.
The concept of an illness as an acute or a chronic problem can be distinguished within 
discussions about their illness experience. Perceptions of a cold as an acute illness were 
conveyed by the participants’ descriptions of their short-term resting activity -  they were 
waiting for it to pass. Even those whose activities changed little as they continued to ‘plod 
on’ when suffering a cold implied that they viewed their state of illness as a temporary one. It 
is when these actions were compared to those of the participants with chronic problems that 
the differences in the underlying beliefs about the illness become more apparent. None of the 
participants reacted to their long-term problems with the expectation that their chosen illness 
behaviour (perhaps utilising medication, applying cream or having limited rest periods to 
relieve immediate discomfort) would resolve the problem. Instead they presented their action 
as one of management rather than cure.
Overall, the illness representation model provides a framework for examining the range of 
beliefs about illness held by the participants. The findings of this study suggest that people 
with learning disabilities perceive dimensions of illnesses and health problems in similar 
ways to those without learning disabilities and that these beliefs are used to guide subsequent 
illness behaviours. In this study, emotional experiences were elicited when the process of 
illness identification remained incomplete and this demonstrated the existence of a close link 
between meaning and affect. Some authors have criticised the self-regulatory model’s 
separation of the emotional and cognitive processing of illness and believe that these have a
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greater interdependence than is suggested by their conceptualisation as two parallel 
processing systems (Williams, 1997). The results of this study do not allow for detailed 
analysis of the nature of the association between cognition and affect in the representation of 
illness, but it is possible to highlight the significance and the influence of one upon the other 
within this group of participants.
The sign ifican ce o f  o th ers
Processes of social comparison were evident in various forms throughout most of the 
participants’ transcripts. The identification of illness in others seemed to reassure the 
participants and reduce feelings of uncertainty (Festinger, 1954). Family members were 
found to be important figures in the participants’ identification of illness and selection of 
responses. Leventhal and Benyamini (1997) identify the family as the provider of the earliest 
context in which illness is explored, labelled and managed -  all of which are experiences said 
to contribute to the development of illness beliefs. With ten out of the twelve participants 
living at home perhaps it was not surprising to find that that the family remained significant 
figures of social comparison. However, one might have expected greater signs of peer group 
identification given that a number of the participants could be considered to be within the 
stage of adolescent development -  a stage said to be dominated by peer group relationships 
(Erikson, 1968).
%
This creates a slight temptation to interpret this family-oriented self-comparison as an attempt 
on the part of the participants to dissociate themselves from the label of learning disabilities. 
Recent research investigating low group identification in people with learning disabilities 
found that participants’ tended not to identify themselves as group members (Finlay and 
Lyons, in submission). These authors warn of trying to account for these findings by drawing 
upon ideas that such actions perform self-enhancing functions for the individuals. Their 
research suggested that the low levels of group identification observed were simply features 
of the process of category definition. Finlay and Lyons draw on Hogg’s (1992) definition o f a 
prototype as a representation of the defining features of a category -  the prototype contains 
the greatest number and most extreme attributes of that category in order to create clear 
category definitions. The participants in Finlay and Lyons’ study constructed the category of 
learning disabilities around a prototype featuring reduced mobility and limited 
communication, and thus rendered themselves on the border of the category by virtue of their 
greater speech and mobility. This led to the reduced levels of group identity reported.
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The present study did not explicitly investigate the participants’ self identity. Therefore, 
although it appeared that some behaviours could serve to de-emphasise aspects of a negative 
social identity (Tajfel, 1978 cited in Finlay and Lyons, in submission) that may confer stigma 
and a series of negative consequences on those identified as learning disabled (Waitman, 
1992), the factors contributing to the participants’ selection of figures of social comparison 
requires further investigation.
In the current study the participants’ integration of family rituals and patterns within their 
illness behaviours, and their identification of family illnesses, may be viewed from a systemic 
perspective and seen to represent the ‘coherence’ of the family (Gorell Barnes, 1998). 
Coherence is defined as containing the idea of core family characteristics -  features that 
distinguish one family from another and that the members would recognise as being an aspect 
of their family. The participants’ sense of family characteristics was evident in numerous 
transcripts and explicitly defined by at least one participant (Anne). The strength of this 
identification with the family appears significant in understanding the factors that may 
influence individuals’ constructions of their illnesses and the behaviours enacted in coping 
with them.
Beliefs about medicines
Recent research suggests that many people perceive medicines to be generally harmful 
substances and overall, hold fairly negative views of these ‘dangerous chemicals’ that contrast 
to perceptions of complementary medicine as natural and safe (Home, Weinman and Hankins, 
1999; Home, 1999). In this study participants were generally positive about the function of 
medicine and expressed few concerns about taking prescribed or over the counter drugs. The 
two individuals who expressed reservations were concerned that ovemse of the medicines 
might counteract their effectiveness when they were really needed. Participants appeared to 
monitor the effectiveness of their medication through the presence or absence of symptoms 
targeted. Diefenbach and Leventhal (1996) incorporate this treatment evaluation process 
within the self-regulatory model and point to the continued attention paid to symptoms after 
the initial identification process, as they also become the medium by which illness behaviours 
are regulated.
Psychological consequences o f  illness
It is a common assumption that illness imposes deficits on the quality of life of the individual 
(Sodergren and Hyland, 2000). The participants’ transcripts contained evidence of the 
intrusion of illness into their lives and the resulting physical and psychological effects. In
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contrast and perhaps unexpectedly, there were also signs of positive consequences in terms of 
strength and resilience as participants often fought against the illness to minimise its impact 
upon his or her activities. This was particularly true of those with chronic problems such as 
psoriasis and pain as participants’ descriptions and presentation in the interviews conveyed an 
image of someone soldiering on.
Matt alluded to the embarrassment and distress he felt as a result of his skin problems and one 
can speculate that this plays a significant role in inhibiting people with psoriasis in social 
settings. One study examining illness perceptions, coping strategies and functioning in three 
groups of patients with chronic somatic illnesses, for the patients with psoriasis (Scharloo et 
al, 1998). These authors noted the negative including psoriasis, found that the seeking of 
social support was significantly related to better functioning impact of psoriasis on social 
interactions and cite patients reporting making no new friends from the time of onset of the 
disease. Difficult social interactions may account for the strong family identification 
displayed by both Anne and Matt -  perhaps their social support was sought from their family 
rather than their peers at the centre, particularly as a number of family members were also 
sufferers and thus able to empathise with these two siblings.
The confusion displayed by some of the participants in relation to their perceptions of the 
health care service illustrates the points made by researchers of the need to pay greater 
attention to communication processes between patient and professional (e.g. Ley, 1989; 
Greenhalgh, 1994). There may have been valid reasons as to why procedures had not been 
performed, but certainly one participant (Tom) appeared to view the decisions taken as 
treatment being withheld for no good reason. This experience could lead to further events 
being viewed with similar suspicion and ultimately inhibit Tom from seeking health advice 
and care about problems for which interventions are available. Whilst Tom appeared to 
succeed in maintaining a generally positive outlook and self-regard, his continued 
disappointment and perceptions of treatment failure (see page 213 and 214) could lead to a 
sense of hopelessness and helplessness, both features of depression. Combined with Tom’s 
experience of chronic pain and the meaning he attaches to this, for example, that it is 
unnecessary and might be resolved with the correct treatment, there is a risk of future 
emotional problems. Given Tom’s desire to conceal the extent of his pain, he may be unlikely 
to seek help with these in the early stages at least.
Although participants presented aspects of their experience in which they expressed 
confusion, anger, distress and anxiety, none of the participants appeared to be completely
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helpless in coping with being ill. Many seemed to manage illnesses by resorting to familiar 
strategies and uncertainty was often managed by reference to other people. However, the 
participants often seemed to place their own limits on the extent of assistance and reassurance 
required -  Tim was quick to point out that although he informed his parents that he had a 
headache he was able administer the tablets by himself. Anne spoke to her father about her 
asthma but attended the doctor alone. These independent acts, many more are evident 
throughout the extracts, perhaps served to enhance the participants’ sense of competence and 
ability. As mentioned earlier, being young adults whose ages ranged from 17 to 24 years, it 
would not be surprising to find evidence of various stages of adolescent/adult development 
across the group. Being young adults with mild to moderate learning disabilities it may be 
more difficult to make this social and psychological transition from childhood to adulthood, 
particularly as adults with learning disabilities have a greater tendency to live at home for 
longer (Department of Health, 2001). Small steps in caring for themselves may represent 
significant achievements in the journey towards greater independence.
4.3 Methodological Issues
4.3.1 The strengths and limitations o f the study
The s tu d y  d es ig n
Evaluation of the study’s qualitative design may be aided by brief consideration of some of
%
the advantages and disadvantages that may have been encountered had a quantitative 
approach been adopted. Research into illness beliefs has given rise to the development of 
structured questionnaires for use in determining the nature of the beliefs held by individuals, 
and how these may be related to their illness behaviours and ultimately to the illness outcome. 
The Illness Perceptions Questionnaire (Weinman, Petrie, Moss-Morris, and Home, 1996) is 
one such tool that aims to provide information pertaining to the structure of the individual’s 
cognitive representation of their illness. This questionnaire comprises of five scales assessing 
the five illness representation components (identity, cause, time-line, consequences and 
cure/control), and it also allows the researcher to insert items for particular patient groups or 
health threats (Weinman et al, 1996).
Whilst this questionnaire has been found to have good reliability and validity in studies 
spanning seven different illness types (Weinman et al, 1996) and, as a structured 
questionnaire has the benefit of streamlining the collection and analysis of data from large 
groups of participants, it is limited by the lack of flexibility inherent in all tools of this type. 
In this case potentially idiosyncratic illness beliefs are measured by the extent to which each
222
Major Research Project
individual endorses certain categories that have been generated by the investigators 
(Clements, Sharpe, Simkin, Borrill and Hawton, 1997). There is an implicit assumption that 
these categories will have relevance to the individual and that all possibilities have been 
accounted for. On occasions when little-researched illness types or different sample 
populations are the focus of the investigation, there exists a danger of imposing beliefs and 
structures that may be inappropriate for the persons or the illness. In this context qualitative 
methods provide the detailed, descriptive information upon which future questionnaires and 
quantitative studies may be based. Given that the present study was very much an exploratory 
inquiry into the illness beliefs of people with learning disabilities -  a population not 
previously included in such research, the qualitative design is considered to have been 
appropriate. It also provided information of greater interest and significance than may have 
been gained through the administration of structured questionnaires, as the researcher was 
able to explore the beliefs and experiences of the participants in a flexible manner unlikely to 
have been achieved had a quantitative approach been adopted. Therefore, the qualitative 
methodology is considered a strength of this piece of research as the participants’ voices were 
carried through from interview to completed report.
The semi-structured interview was also considered an asset as it allowed the participants to 
offer their own thoughts and beliefs on topics that the researcher had omitted from the 
interview schedule -  although often these could not have been anticipated prior to talking 
with participant. A structured interview in which questions were delivered in a standardised 
manner would have limited the volunteers’ participation in the project as devising questions 
to suit all levels of ability was unlikely to have been achieved successfully. Whilst 
conducting the interviews the researcher found it necessary to adapt and rephrase questions to 
fit the needs of the participant and incorporate the language used by each individual. A semi­
structured interview supported this need very well.
The length of the interview was at times tiring for participants, but it also enabled further 
thoughts to emerge later in the interview as participants perhaps recalled other events or 
became more confident in the presence of the researcher. There seemed little that could be 
done to reduce the interview duration other than split the one meeting into two, an option 
none of the participants had been keen on from the beginning. Describing the project and 
obtaining consent generally took around 15-20 minutes and this was followed by the language 
screening tests. The interviews themselves were between 20 and 35 minutes, but when added 
to the initial procedures the total time was often 50 to 60 minutes and the participants’ 
concentration often began to wane just as the rapport between participant and researcher
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began to support the emergence of experiences of illness that were invaluable to the study. 
The researcher held the participants’ apparent energy levels and interest in the forefront of her 
awareness as the interview progressed and she brought the interview to a close when the 
participant showed signs of fatigue.
In fo rm ed  con sen t a n d  con fiden tia lity
The participants’ willingness to become involved in the study created some difficulties in 
terms of the high number that volunteered. The demand to undertake the consent procedure 
prior to collecting personal information about the participant created a situation in which the 
participant had already committed themselves to the study before the information pertaining 
to the inclusion criteria could be reviewed. As all the volunteers were students at the same 
education centre that catered for a wide variety of learning difficulties, disabilities and 
sensory impairment, a decision was made to only publicise the inclusion criteria relating to 
the age band and the requirement that participants must be willing and able to participate in a 
verbal interview. The remaining inclusion criteria specifying attendance at a school for 
people with moderate learning difficulties did not form part of the introduction to the study 
presented by the Centre’s teaching staff. This criterion was withheld from this public 
presentation in order that the act of volunteering did not reveal personal information about the 
participant to both the researcher and fellow students before he or she had given her consent
to participate. Once volunteers had consented the interview proceeded irrespective of
■*»
whether this aspect of the criteria was met. In order to use all of the information collected the 
researcher will be feeding back the findings of the total group (minus those whose interviews 
were lost on recording) to the centre in the autumn.
The consent procedure was devised with the recommendations of Arscott, Dagnan and Kroese 
(1998) in mind. The study was described verbally and in written form to volunteers who were 
asked questions to check they had understood what was required of them and how their 
interviews would be used. The researcher emphasised the volunteer’s right to withdraw or 
decline to answer questions at any time. She was pleased to find that midway through the two 
interviews the participants expressed their unwillingness to talk about the topic of the current 
question but willingly accepted a change in the focus of the discussion. This provided the 
researcher with some confidence that participants felt comfortable and able to monitor their 
contributions to the interview.
During one of the initial interviews, a participant asked who would be informed of the content 
of his conversation after sharing some personal experiences with the researcher. The
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researcher reminded the participant of the planned use of the interviews in a report and 
presentation and the anonymity provided by the removal of names. The researcher checked 
the participant’s thoughts about allowing the interview tape to be used in the study at the end 
of the interview. This participant gave his permission again, but it was possible that he may 
have felt obliged to do so having consented at the beginning and subsequently spent forty-five 
minutes talking about his illness experiences. The researcher was mindful of this incident for 
the remaining interviews and took extra care to explain who would have access to the findings 
and how confidentiality would be retained. A further challenge to ensuring the confidentiality 
of the participants is kept will be faced in the process of feeding back the study findings to the 
staff and students of the centre. It is possible that students could recognise themselves and 
others given that they spend many hours together. Prior to this presentation the researcher 
will meet individually with each student and allow him or her to inspect the information that 
may be included in the report to the centre in order that he or she can withhold any or all that 
is written.
D efin in g  the p a r tic ip a n t g ro u p
The language screening tests administered at the start of each interview provide a means by 
which others may gauge the relevance of the study for their own work or interest. No attempt 
was made to use the information to alter the interview format although recognition of
differences between expressive and receptive abilities is recommended by Finlay and Lyons
%
(in press). Had there been greater time between administration of the measures and the 
interview then it may have been possible to examine the screening test responses to anticipate 
whether the participant was likely to experience any aspect of the interview as challenging for 
him/her in terms of the language used. Instead the screening tests enabled the researcher and 
participant to focus on a task as they became accustomed to each other at the beginning of the 
interview.
Participants volunteered to take part in this study and this may have led to the sample being 
populated by those who were willing and eager to talk about their illnesses. The aim of 
qualitative research is not to produce a generalisable account but to provide information about 
the people taking part in the study that would not have been elicited through quantitative 
methods. The analytic account presents the information to inform others of these experiences 
and help to identify areas to be considered when undertaking future research, clinical or 
educational work that may be related to the topic of study. This study is considered to 
achieve this aim.
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The interview schedule
The interview schedule was found to be rather limited in terms of the range of questions it 
provided. It had been considered better to have fewer questions and explore them fully with 
the participants in order to gather the required information about their experience and 
understanding of illness. As the interviews progressed the researcher learned to explore the 
stories of the participants with them and the interview schedule acted as a reminder of some 
areas of discussion that were deemed desirable to incorporate within the interview.
At times the absence of a specific illness to focus upon across all participants halted the flow 
of the discussion, especially when interviewing people who had experienced very little illness. 
However, the range of illnesses discussed was considered a great strength of this project as it 
illustrated differences in beliefs and behaviours that would not have been evident if only a 
single type of illness had formed the basis for the discussion. Although Leventhal and 
Nerenz, (1985) recommend that interviews should revolve around one illness, the exploratory 
nature of this study countered against this narrow focus and the benefits were considered to 
outweigh any drawbacks that may have been incurred.
The researcher believes that in allowing the participants to define the topic of the discussion 
by drawing from their own illness experience, the present study increased the participants’ 
ability to take part in a meaningful discussion. Although some difficulties may have been 
created by the demand this placed upon memory, each participant could talk from a position 
of experience and knowledge about themselves. Studies utilising experimental methods of 
inquiry have provided vignettes and/or descriptions of physical symptoms to be grouped 
together by people who do not at the time suffer any specific illness (e.g. Bishop and 
Converse, 1986; Bishop, 1987). Imagining an experience and predicting what one might do 
in those circumstances is a complex task. Had it been adopted in this study it would most 
likely have limited the participation of many of those who volunteered. In addition, the 
findings of these experimental studies have sometimes been found not to predict what people 
actually do in situations that require real decisions to be made (see Butler, this volume). 
Discovering what people actually believed and consequently did in relation to their illness 
experience can, at times, provide information of greater validity and usefulness to those 
attempting to understand these situations.
The impact o f the researcher upon the interview
Despite efforts to monitor her own input to the interview, occasionally the researcher posed 
questions containing vocabulary that held little meaning for the participant concerned.
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Sometimes this occurred when the researcher had failed to follow the story of the participant 
and devised a question based upon her own thoughts and expectations. The contrast in terms 
of the quality and quantity of the information shared by participants when the researcher was 
able to use their language and pick up their experiences to explore demonstrated the benefits 
of determining the meaning of language as used and understood by participants.
The researcher £s own experience of illness sometimes influenced the type of questions asked 
and the areas that were explored in greater detail. The aim of the study was to present not one 
single experience of illness but the experiences and understanding of a group of young people 
whose history and circumstances were very different and thus had different experiences of 
illness to share. The co-construction of the accounts between the researcher and each 
individual participant is considered a strength of the methodology in that each participant was 
supported in sharing information that they were familiar with -  they were being asked to talk 
about their own experience rather than to comment on an abstract event.
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4.3.2 Clinical implications and avenues o f  future research
1) This study provided evidence that the beliefs held by people with learning disabilities 
about illness can have a significant effect upon their illness behaviours. This suggests 
that any medical or educational intervention connected with illness would benefit from 
exploration of the thoughts and feelings the individuals concerned hold about the topic of 
discussion.
2) Adherence and non-adherence to instruction may be explained by taking time to 
investigate the person’s perceptions of their problem and their beliefs about themselves in 
connection with illness, disease and treatment.
3) The observation that further information often emerged in the latter stages of the 
interview illustrates the need for longer periods of time to be devoted to talking to a 
person with a learning disability about either their own illness or the illness of relatives 
and friends.
4) Further evidence of the need to improve communication channels between health care 
staff and patients was provided by the participants’ descriptions of their confusion about 
the actions taken by others.
5) The importance of family influences in understanding and responding to illness was 
demonstrated by these young adults, who might be expected to act rather independently 
given their ages. Indeed the ‘Valuing People’ (Department of Health, 2001) strategy 
identifies the period of transition between childhood and adulthood to occur between 13 
and 19 years and has targeted this period as a time in which extra help and support will be 
provided. The average age of the participant in this study was 20.67 years.
6) Future research could focus upon the problems of communication and finding ways of 
enabling people with learning disabilities to share experiences that cause them distress 
and confusion. This may require greater education of health care professionals but could 
also be partly achieved through the extension of health psychology research to include 
people with learning disabilities.
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Interview Schedule - Thinking about illness project
Can you tell me the names of any illnesses?
What sort of illnesses have you had?AVhat sort of illnesses have your family/friends had? 
How do you know when you are ill?/How do you know when your family/friends are ill? 
What happens when you are ill?AVhat happens when someone is ill?
What do you do when you are ill?/What should someone do if  they are ill?
What makes you ill?/What makes someone ill?
How long does being ill last?
What stops you being ill?/What stops your family/friends illness?
When you had XX4, how did you know you were ill?
How did your mum/dad/carer know you were ill?
What happened when you had XX?
How long did XX last?
How did you get XX?
What did you do when you had XX?
How did you know when you stopped having XX?
Have you heard of any other illnesses?
What happens when people have those illnesses?
4 XX = an illness identified by the participant
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Name o f  volunteer .................................... .......................................................
This w ill be rem oved when a volunteer number has been assigned
Health Questionnaire
V olunteer Number .......... ..................................................................................
D ate o f  Birth ....................................................................  I [Male I iFemale
This questionnaire can be completed by the volunteer or by someone who knows the 
volunteer well enough to complete the questions about his/her illness history. Any 
information provided will remain confidential and will be destroyed at the end o f  the research 
project.
The aim o f  this questionnaire is to  gather information regarding the volunteer’s experience o f  
health and illness. In particular, I am interested in the different types o f  illness he/she has had 
and those o f  significant family members or important friends. This information will help me 
ask questions about illnesses the person knows about.
1. Where does the volunteer live?
H ] In a family home
In a group home with carers 
I I Independently in the community 
□  I n a  hostel
I I O th e r ........................................................................    (please describe)
2. What does the volunteer do during the day? Please tick all that apply
□ School
□ College 1 1 Every day o f  the week □ Part o f the week
□ Paid work 1 1 Every day o f  the week □ Part o f the week
□ Voluntary work 1 1 Every day o f the week □ Part o f the week
□ O th e r ................... .
HQ1
3. i) What was the name of the school attended by the volunteer?
ii) What subjects is the volunteer studying at college?
iii) How long has the volunteer attended the Craneswater Centre?
4. If the volunteer is working -  what sort of work does he/she do?
5. How often is the volunteer ill?
I I Rarely ill
□  Occasional cold or tummy upset etc. or have a long term illness that rarely causes 
problems
I I Often have an illness
1~1 Always ill
I I Other - please describe .......... ........................ ..............................................................
Please continue at the end o f  this questionnaire i f  you run out o f  room
HQ1
6. Health and Illness history
Please identify the names o f the illnesses that the volunteer has had. These are divided 
into three categories below.
A) Everyday illnesses •
(eg. coughs, colds, tummy upsets 
may require one visit to GP)
B) Chronic illnesses
(eg. asthma -  any long-term 
illness managed at home and 
monitored by GP)
C) Serious illnesses
(eg. cancer, heart problems - 
- usually treated by hospital 
doctors)
Any other health problems?
Please continue at the end o f  this questionnaire i f  you run out o f  room
HQ1
7) Is there anyone in you family who is often ill (or who used to be ill a lot)?
□  Yes
□  N o
ii) Can you describe what sort of illness they have (or had)?
Thank you for completing this questionnaire. Please return it to the Craneswater 
Centre with the signed consent form in the envelope attached. I will contact the 
volunteer at the Craneswater Centre to arrange a time to meet.
Lisa Butler
Trainee Clinical Psychologist 
University of Surrey, Guildford, Surrey
S p ace  for continuing
Please continue at the end o f  this questionnaire i f  you run out o f  room
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University 
of Surrey
Guildford
Surrey GU2 7XH, UK 
Telephone
+44 (0)1483 300800 
Facsimile
+44 (0)1483 300803
Information Sheet for volunteers
My name is Lisa Butler. I am training to become 
a clinical psychologist at the University of Surrey.
To help me learn how to be a psychologist I am 
doing a project. This means I need to talk to 
lots of people and hear what they say.
My project is called:
Thinking about illness
Some people know about lots of illnesses. Some people know about a few 
illnesses. Some people know what to do when they are ill. Some people 
are not sure what to do. I, Lisa Butler, want to find out more about the 
things young people know about illness.
To do this I need to see some young people. I will ask them some questions 
and show them some pictures. I am asking young people if they want to do 
this. If you want to do this I would meet you once. Before I met you, I 
would send you a form to fill out about the illnesses you have had. You 
might need to ask someone who knows you to help you to remember any 
illnesses1 you had when you were a child.
When I met you I would ask you some questions.
I would:
• Tell you what you are going to do. I would answer any questions.
• I would ask you to tell me the names of some pictures.
• I would ask you to tell me what illnesses you have heard of. I would ask 
you what illnesses you have had. I would ask you what happens when 
you are ill and what you do when you are ill.
• This will take about 30 minutes.
• I will not be asking any upsetting questions.
• I would record what we talk about on a tape recorder.
• At the end of our talk I would ask you if you had any questions.
School of
Hum an
S c ie n c e s
Please turn over
I will listen to the tape afterwards to help me remember what we talked 
about. I will write this down. Nobody else will listen to the tape. After I 
have listened to it I will wipe our voices away. I will talk to my teachers at 
University about the things you told me. I will not tell anyone your name.
You do NOT have to do this. You can say yes or no. If you say yes now, 
you can say no later.
If you decide to do this project you need to tell the staff at the Cranes water 
Centre. I will meet you at the Craneswater Centre and arrange a time to 
talk with you there.
You will need to sign the Volunteer Consent Form and fill out the Health 
Questionnaire Form before we meet. Put these in the envelope with my 
name, Lisa Butler, written on it. You can give these to the staff at the 
Craneswater Centre or to me.
Best Wishes
Lisa Butler
Trainee Clinical Psychologist
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Uni
Volunteer Consent Form
Thinking about illness project
I ...................................... •.................  (please p u t your hame here)
would like to be in this project. I know this project 
is about what young people think about illness.
Lisa Butler has told me about the project.
I have seen the information sheet. I know what I w
I know that I will be asked to:
University 
of Surrey
Guildford
Surrey GU2 7XH, UK 
Telephone
+44 (0)1483 300800 
Facsimile
+44 (0)1483 300803
11 have to do.
School of
Human
S c ie n c e s
1. Answer the questions on the Health Questionnaire form.
2. Name the pictures that Lisa Butler shows me.
3. Talk to Lisa Butler about the illnesses I know about.
I understand that:
4. I can stop helping with the project whenever I want.
5. Lisa Butler will wipe my voice off the tape when she has listened to it.
6. Lisa?Butler will destroy my Health Questionnaire form at the end of the 
project.
7. Lisa Butler will talk to her teachers at University about things I talk 
about. She will not tell anyone my name.
8. I can ask Lisa Butler any questions when we have finished talking about 
illnesses.
I want to take part in this project about what young people think about
illness.
Signed by volunteer 
Name of witness
Signed by witness Date
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Uni
09 August 2000 
Ms Lisa Butler
University 
of Surrey
Guildford
Surrey GU2 7XH. UK
Telephone
+44 (0)1483 300800
Facsimile
+44(0)1483 873811
Registry
Dear Ms Butler
T h in k in g  a b o u t  illness -  W h n t  do y o u n g  p eo p le  w i th  l e a r n in g  d isabil ities  
u n d ersta n d  a b o u t  illness (A C E /2 0 0 0 /4 6 /P s y c h )
I am writing to inform you that the Advisory Committee on Ethics has considered the 
above protocol and the subsequent information supplied and has approved it on the 
understanding that the Ethics Guidelines.
This letter of approval relates only to the study specified in your research protocol 
(ACE/2000/46/Psych). The Committee should be notified o f any changes to the 
proposal, any adverse reactions and if the study is terminated earlier than expected 
(with reasons). I enclose a copy of the Ethics Guidelines for your information.
Date o f approval by the Advisory Committee on Ethics: 09 August 2000
Date o f expiry of Advisory Committee on Ethics approval: 08 August 2005
Please inform me when the research has been completed.
Yours sincere
mittee on Ethics
Professor Laurie King 
Chairman, University Advisory C
cc: Professor L J King, Chairman, ACE
Ms Mary John, Principal Investigator, Dept o f Psychology
JB/LJK/(ACE/2000/46/Psych)
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RESEARCH INTERVIEW
Claire
Good. Right, that's the end of that.
Okay, now we ’11 go on to the actual bit that I  want to talk to you about, umm, which is basically, I  want 
to ask you some questions about illness. Okay. You mentioned a couple o f things just now when we 
were filling in the health questionnaire, about what sort o f illnesses you’ve had. So you told me that 
you have had colds,
Yes.
And you hadflu once.
Yes.
And what else, what did you say you’ve had?
I had a meningitis infection.
Oh right. So what happened, when you had those?
I can’t really ... I know I felt really dizzy and that and I just kept being sick.
Yeah.
I couldn’t get home. I was out round the doctors with my friend at the time. It just came on just like 
that.
Oh.
So we had to get a taxi back and then managed to phone my dad and go round the doctors with him.
Uh uh and what happened then?
To be honest I can’t remember because it was about three years ago. Yeah..
I know I had a headache for about two weeks non-stop and nothing would make it go 
Oh really. So nothing would make it go?
No pain killers or nothing but it kept coming back thumping at night.
Oh right. So you were taking painkillers?
Yeah. Every six ... however many I could have in a day I was having.
Right Gosh.
They were quite strong I started of with the weakest ones and I had to get them stronger and stronger
and stronger to help me.
mmm mmm. It sounds as i f  it vras-
it was quite bad -  it was frightening
YesA What was frightening?
I didn’t know why I was getting these headaches and neither did the doctors until I went up to the 
hospital about it, uh uh, and they said it must be a viral meningitis infection.
Oh right. Do you know what that means?
No.
Did they explain it to you at all?
They probably did but I can’t remember what they said.
Oh right. How did they find out that that was what it was?
Because after a while they actually went.
So when the headaches went, that was when they decided that’s what it was.
Yeah.
Did they do anything else to help them find out what it might have been?
I think they done a blood test and that.
Oh really. Can you remember having that done?
Yes, they tried to get blood out of me but it was hard.
Oh right.
I don’t part with my blood very easily!
Right (laughter laughter) You like to hang on to it!
Yeah.
So what do you think made it go away?
I don’t know.
Because it sounds like it was quite bad for two weeks.
Mmm it was.
Do you know what stopped it - what made it stop?
No idea. It might have sort of made it worse because I was at home, cause I had my foot in plaster at 
the time and I knew I had nothing else to think about, apart from myself.
Right.
And I didn’t rest anyway
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Did you think that made it worse?
It might have made it slightly worse, yeah.
So was it because you couldn’t ... when your foot was in plaster you couldn ’t..?
I couldn’t do the job I was doing.
What was that?
Working in an old people’s home.
Oh right, so you couldn’t be up on your feet.
No. I wasn’t supposed to have been but I was. That caused problems with my foot as well.
Did it?
Yeah.
In what way?
The scars were playing up on the back of it still, mmm, this is like two years after, 
oh right, crumbs. So do you think they were playing up because....?
Because I didn’t do what I was supposed to done. They said keep your foot up. No - The day after I 
come out of the hospital I went down to the youth club.
Oh right. (Laughter).
You weren't following what they said?
No.
How come?
Because I don’t like resting.
So you like to be active?
Very active, mmm.
And that caused more problems? 
mmm
So with the, um, viral meningitis infection do you know how you got it?
No. I haven’t got a clue
(oh right). Do you know how people generally catch that sort o f thing?
No
Has that been the illness that you have remembered the most?
Mmm
Oh right. You said um you’ve have had colds andflu and things like that. What have they been like?. 
Yeah I have.
Some of the colds can be quite bad but that is because I go out with wet hair in winter.
Oh right. And does that have a....
yes because I don’t .. I sort of like walk if I can, I don’t bus mmm and if I do bus, its waiting around 
for a bus.
mmm So you are standing around with wet hair?
Yes.
How does that make you have a cold?
Only because it is cold out and going out with wet hair and that don’t help.
Right. So do you think you ’re more likely to get a cold when..?
Yes. I will probably get them again this winter. I’ve already had one.
Have you.
Yeah.
How long did that last?
About a week.
Sometimes is it longer or shorter?
Sometimes longer sometimes shorter, it depends how bad the cold is to start with.
Oh right. So i f  it is really bad?
It will probably take longer than a week.
Oh. So what.... How do you know i f  you’ve got a really bad cold? How does that ..How is it 
different?
Cos I can tell when I feel really bunged up and how bunged up I am.
Uh uh. So the more bunged up you are the worse the cold is,
Right, and the longer its going to last?
Sometimes it goes on my chest as well.
Oh right. Does that make you wheezy then?
Yeah.
What do you do then?
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Go round the doctors.
Right. Do you go round the doctors when you 're bunged up?
No. No. If it goes on to my chest then I go round there.
Oh right. That sounds as., um.. like its something you 're quite used to doing.
Yeah.
When you, when you have a cold that isn’t on your chest, what um.. what makes that go away? What 
stops that?
Time.
Time.
Yes.
How do you think that works then?
I don’t know to be honest. I haven’t a clue.
Is there anything that you can do to help it?
Yes probably take lem-sips and that, but I don’t.
Why not?
I don’t like taking medicines or anything.
No.
No If I get something its got to go on its own. Unless its an infection and I’ve got to take antibiotics, 
but I’m not keen on taking them anyway.
No. Why not? Why aren 'tyou keen on taking them?
Because if you need them when you are really bad, they are not going to work.
Right So you try and limit the times, yeah, you take them? What about um pain killers? You 
mentioned you took painkillers when you had the viral meningitis for your headache.
Yeah
Are you happy to take those at other times?
Not unless I really need them no.
Why? What makes you .... How do you know when you really need them?
Because if the headache’s really bad and you think I know I really need them, but if not then I don‘t. 
Right. So if  i t’s not really bad you just 
...plod on.
Oh Is there anything that you do in that time?
No. .
No You said you don't sit and rest?
I don’t suffer with headaches anyway or anything like that.
Oh right. So they are quite unusual really 
for you to get a headache.
Yeah
You also mentioned um you had whooping cough and chicken pox yeah when you were small.
Yeah
But you don't remember those?
No
What has your mum said about those? Has she described what it was like?
She has but I have forgotten.
Right. So other times you are ill, does your mum know you are ill?
Yeah, if I was living there she would do, but she probably would now because I would probably go 
back up there, right, to save me from doing anything for myself.
Laughter. So where you are living at the moment in the hostel, supported housing. Do you get much 
help?
I get two hours of support a week, but at the moment my support worker is off sick because she has a 
bad back.
Oh dear. So, so is that why you've gone back home?
No. I’ve gone back for loads of reasons, but I’m not going into the reasons why I’ve gone back.
That’s fine.
So when you do have your support worker, does she know when you are ill?
Yeah. I tell her.
Right. So do you think she would notice?
Yeah, quite possibly. She notices when I am tired.
Oh right. What do you think it is that she notices?
I’m quiet and I’m not normally quiet.
So are you normally quite loud and energetic?
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Yeah.
You said you don't like to rest so you are quite energetic? Okay. You also mentioned when we were 
filling out the form you said you’ve got a weakness on your right side, but you don’t class that as a 
health problem.
No.
How do you think o f that?
It’s just a bind having it. Oh right. There are certain things that I want to do that I can’t do. Oh It takes 
me longer to do anything if I try and use my right hand, huh huh It just sort of like, the tendons are 
getting tight in that wrist. It’s horrible, yes really horrible.
Have you always had that?
Yeah.
So do you remember as a child feeling like that as well?
No, because I never let it used to beat me, but sometimes now I’m letting it beat me.
Oh right. How come?
Don’t know.
What do you think? It sounds as i f  something has changed.
I don’t know to be honest.
Things are beating you now but they never used to.
It might be me; I just get down and that now.
Oh right.
I don’t know why and if I get down I blame my disability but I shouldn’t. But I know that I do.
What sort o f things makes you get down ?
Anything. Sometimes it depends what sort of mood I’m in on that day. mmm
Do you think its.. Is it that i f  you are in a down sort o f mood that’s when you blame your disability?
Yeah, yeah.
Or is it that you notice your disability more?
It’s probably because I notice it and know I’ve got it, then I blame it.
Right. You say you know you shouldn’t.
Yeah.
So it sounds like you know it’s not the disability?
Yeah, I know its not because it was down to me when I was younger to use my right hand and I chose 
not to because it was easier.
Right? So did you have exercises and things you had to do?
Yeah yeah. I didn’t do them. 
yes So that’s affecting you now is it?
Yes.
I  guess when you were young it would have been quite difficult to do them.
Yes, but I have just sort of adapted and used my left hand the whole time so I still do now.
Yeah it sounds like it was a big thing for you when you were little to have to actually have to exercise 
and do things.
Yeah, yeah.
You didn ’t want to?
I don’t want to do exercises on it now.
Right. But you have to?
I should do but I don’t do them. 
mmm How come?
Because I’m never in, I’m always out and about, and I’ve never got the time.
Right So do they take a long time?
Well no, but it just hurts my wrist doing them now. Oh right. I have to lift my wrist back like that uh 
uh and its really stiff doing it and it hurts. So I don’t want to do it 
Is there something that would make it easier for you to do it?
They are going to try an ultrasound on it now, but if that don’t work then they’re going to operate on it 
to see if that will help.
oh. So because you can ’t do the exercises very easily, there are other things they are going to try to 
do?
Yes, they are going to try and do it because I have been getting pain in it as well.
Oh dear. How do you cope with it?
Fine because it’s not all the time, if it comes and goes and I will be all right, mmm So I just put up with 
it.
Do other people know that sometimes it's painful for you?
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No I’m not that clear to be honest.
What about other illnesses that don Y go away? What happens with other sorts o f illnesses? Do you 
know any others?
Only HIV because we’re learning about it here.
Oh right, so what do you know about that?
I know that that can eventually eat your blood cells and your body tends to waste. 
uh uh. And what happens then?
You die, right, after a while.
So that ’s an illness that can turn into something else mmm and then you die. So it sounds like that 
some illnesses go away and some illnesses just stay with you all the time, but some illness that actually 
lead to you dying. Would you say that that’s right?
Yeah
So what makes a disability?
You can either be bom with it or get it if you have have a car crash. It depends.
Right So when you say you can be born with it. Do you think ... .so i f  you saw someone in the street 
you could say that they had a disability or an illness. Would it be something you could see?
Not all the time, no.
You say not all the time, when wouldn 'tyou be able to?
It depends what type of illness/disability they’ve got, mmm, if it was obvious then yeah you would be 
able to tell mmm but if not no.
mmm So when you say obvious, do you mean something on their body?
Yeah,
Something to do with their arms or legs?
Yes.
Is there a disability that you couldn Y see then? What do you think?
You probably couldn’t see autism.. Unless.... if it was like a very mild form you wouldn’t notice it. 
No. Do you know what autism is? Do you know anyone who is autistic?
Yes, but I’m not saying who.
Okay, I  don Y need to know who, but I  just wondered whether i f  you knew ....
I know someone who has a very remote form of it.
Uh uh Does it affect them much?
Not 3 great deal, no.
Did they tell you?
Yeah
Otherwise you wouldn Y have known any different?
No
So that is a sort o f hidden disability is it?
Yeah
Okay. Is there anything else that you have; maybe you heard about different illnesses?
No not really. Okay
Right I  think we have done about 25 minutes now which is probably long enough. Have you any 
questions, no, that you would like to ask?
No.
Are you still happy for me to use the tape?
Yeah.
Okay. So we will stop there. Thank you. I  will switch off.
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